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Individuals with intellectual and developmental disabilities (IDD) are having increasingly 
longer lives. Their families often face challenges with sustained caregiving. Thus, future 
planning is a key issue for families of individuals with IDD. Given that many siblings expect to 
be caregivers for their brothers and sisters with IDD, it is important to support siblings during the 
transition to caregiving roles. However, there are few interventions supporting siblings of 
individuals with IDD with regard to future planning. In this study, I examined the effect and 
social validity of a four-week future planning training intervention (i.e., Sibling Training for 
Early future Planning, STEP) on increasing: future planning activities; communication and 
problem-solving among family members of individuals with IDD; empowerment; knowledge of 
adult service delivery systems; and connectedness among siblings of individuals with IDD. 
Eleven participants were included in this single arm, intervention study. After completing the 
STEP program, participants demonstrated significantly increased: knowledge of adult service 
delivery systems; family communication; sibling connectedness and empowerment. In addition, 
participants were satisfied with the logistics of the training and met their expectations for the 
training. To attribute changes in outcomes to the STEP program, a randomized controlled trial 
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Aging Individuals With Intellectual and Developmental Disabilities (IDD) 
 Due to improvements in medical technology and social conditions, substantial 
improvements in the lifespans of individuals with IDD and their families have occurred in recent 
years. In the 1930s, individuals with IDD had a life expectancy of 18.5 years (Carter & Jancar, 
1983). However, the life expectancy among individuals with intellectual disability (ID) is now 
closer to that of the general population (Bittles, Petterson, Sullivan, Hussain, & Montgomery, 
2002; Coppus, 2013; Patja, Ivanainen, Vesala, Oksanen, & Ruoppila, 2000). For instance, 
currently, individuals with Down syndrome (DS) have a life expectancy of 60 years (Torr, 
Strydom, Patti, & Jokinen, 2010). Furthermore, the population of adults aged 60 and older with 
IDD is expected to increase from 850,600 in 2010 to 1.4 million by 2030 (Factor, Heller, & 
Janicki, 2012).  Given the increased longevity of individuals with IDD, there is growing attention 
to the phenomenon of aging in this population and their families (Hodapp, Burke, Finley, & 
Urbano, 2016). 
Notably, aging individuals with IDD are often cared for by their family members. Almost 
75% of adults with IDD live at home with family caregivers, primarily mothers, and 25% of 
these caregivers are over 60 years of age (Braddock, Hemp, Tanis, Wu, & Haffer, 2017). 
Unfortunately, there are limited disability services for aging individuals with IDD in the United 
States. In 43 out of 50 states, an estimated 216,000 individuals with IDD are on waiting lists for 
long-term services and supports (Larson et al., 2017). Further, waiting lists are often lengthy, 
lasting decades (Prouty, Smith, & Lakin, 2003). Therefore, families often expect to provide life-
long supports to their offspring with IDD (Swenson, 2005).  
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 Moreover, the deinstitutionalization movement presented new challenges to the 
sustainability of family caregiving (Brennan, Murphy, McCallion, & McCarron, 2018). 
Specifically, the decreasing number of institutional settings has resulted in families playing 
greater caregiving roles in the lives of individuals with IDD (Fujiura, 2014). To this end, families 
became more responsible for supporting their family members with IDD to live in the 
community (Sanderson, Burke, Urbano, Arnold, & Hodapp, 2017). With an increasing emphasis 
on community options for individuals with IDD, including remaining in the family home, it is 
unsurprising that family adjustments to aging individuals with IDD has emerged as a focus of 
research (Blacher & Bromley, 1990; Hodapp, Sanderson, Meskis, & Casale, 2017; Richardson, 
Gouldron, Koller & Katz, 1990; Turnbull, Brotherson & Summers, 1985).  
 In a recent national survey (i.e., The Family and Individual Needs for Disability Supports 
or FINDS), Anderson and colleagues (2018) examined the caregiving challenges of 3,398 
families of individuals with IDD. Family caregivers reported stress, poor health, and great out-
of-pocket expenses related to caring for their family members with IDD. They also identified 
needed supports: access to high-quality, affordable services, time for self-care, and stable, long-
term, government-funded programs. In addition, almost 54% of the family caregivers reported 
that they did not develop future plans for their family members with IDD. The lack of future 
planning occurred in spite of serious concerns about the future (e.g., an absence of quality 
supports and services, lack of self-advocacy skills among individuals with IDD, declining health 
of individuals with IDD). The lack of future planning may lead to crisis situations in the future.  
Thus, it is necessary to support family caregivers of aging individuals with IDD to prepare for 
life-long supports.  
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Problem and Significance 
To date, many researchers have documented the need to examine and support family 
caregivers during the transition to adulthood (Brennan et al., 2018; Heller & Caldwell, 2006; 
Heller & Factor, 1993; Williamson & Perkins, 2014; Williamson, Perkins, Acosta, Fitzgerald, 
Agrawal, & Massey, 2016). Notably, future planning has been highlighted as especially 
important for families of adults with IDD. However, little is known about how families of adults 
with IDD conduct future planning. Throughout the literature, researchers have identified 
negative outcomes when future planning is not conducted (Bigby, 2004; Bigby & Ozanne, 2004; 
Heller, Caldwell, & Factor, 2005; Hewitt, Agosta, Heller, Williams, & Reinke, 2013; Janicki, 
McCallion, Force, Bishop, & LePore, 1998; Smith, Tobin, & Fullmer., 1995; Thompson & 
Wright, 2001). For example, without adequate future plans, individuals with IDD may be placed 
in inappropriate settings (e.g., institutions, state operated developmental centers, large 
congregate settings) and receive limited supports (Hewitt et al., 2013; Thompson & Wright, 
2001). Further, without future planning, family caregivers may have greater emotional stress and 
anxiety about the future (Freedman, Krauss, & Seltzer, 1997; Petriwskyj, Adkins, & Franz, 2017; 
Young et al., 2018). Therefore, the lack of future planning may have a negative impact on all 
family members, including individuals with IDD.  
 Although researchers have highlighted the importance of future planning for families of 
individuals with IDD (DaWalt, Greenberg, & Mailick, 2018; Heller & Caldwell, 2006), less than 
half of parents of adults with IDD have engaged in future planning (Burke, Arnold, & Owen, 
2018; Davys, Mitchell, & Haigh, 2010; Freedman et al., 1997; Heller & Factor, 1993). Most 
future planning studies have focused on maternal caregivers (Williamson & Perkins, 2014). 
Although it seems evident that parents may outlive their offspring with IDD, few studies have 
	 4 
addressed other family caregivers, especially sibling caregivers (Heller & Kramer, 2009; Hodapp 
et al., 2017). Although siblings of individuals with IDD play different roles, “caregiver” is the 
most common role that siblings anticipate when their parents are no longer able to provide care 
(Hall & Rossetti, 2018). However, we have a very limited understanding of the transition to 
caregiving. From previous studies, siblings have reported support needs during the transition to 
caregiving such as needing help in navigating the service delivery systems (Burke, Fish, & 
Lawton, 2015; Holl & Morano, 2014) and balancing their caregiving roles while maintaining 
their own livelihoods (Burke et al., 2015; Coyle, Kramer, & Mutchler, 2014). Considering their 
unique roles, sibling caregivers should be included in research about future planning.  
Statement of Purpose 
Planning for the future is a key issue for families of individuals with IDD. Given the 
benefits of future planning, it is important to facilitate future planning. Notably, siblings should 
be included in future planning, given their anticipated caregiving roles for individuals with IDD. 
The purpose of this study was to: (a) determine the effects of the Sibling Training for Early 
future Planning program (STEP) for siblings of adults with IDD and (b) examine the social 
validity of the program. Specifically, this study was guided by the following research questions 
(RQs):  
1. Does the STEP program demonstrate positive outcomes for siblings of adults with IDD? 
Specifically: 
a. Does the STEP program increase participation in future planning activities?  
b. Does the STEP program increase problem-solving skills? 
c. Does the STEP program increase family communication? 
d. Does the STEP program increase knowledge of adult services?  
e. Does the STEP program increase empowerment?  
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f. Does the STEP program increase connectedness among siblings of individuals 
with IDD? 
2. How do siblings of adults with IDD perceive the social validity of the goals, procedures, 
and outcomes of the STEP Program? 
Theory of Change 
I hypothesized that the STEP program will increase: (a) sibling participation in future 
planning activities and perceptions of empowerment; (b) knowledge of adult services; (c) 
effective communication strategies and problem-solving strategies within their respective 
families; and (d) the connectedness of siblings of individuals with IDD. Further, I hypothesized 
that the STEP program will be feasible and socially valid with respect to its goals, procedures, 
and outcomes as demonstrated by: (a) a high attendance rate; (b) a low attrition rate (< 10%); and 
(c) positive participant satisfaction (based on formative and summative evaluations).  
Theoretical Framework 
 The STEP conceptual model was developed based on bioecological theory, which 
addresses the interactions within and between a person and his/her contexts over time 
(Bronfenbrenner, 1979). Bronfenbrenner’s ecological systems theory included four levels of 
environmental systems that shape human development: microsystem, mesosystem, exosystem, 
and macrosystem. The microsystem consists of contexts (i.e., family, school, work, 
neighborhood, peer groups) that are closest to an individual and that interact with his or her 
psychological life. The mesosytem is defined as interactions between microsystems. The 
exosystem comprises the contexts (e.g., community resources), that indirectly influence the 
individual. The macrosystem is the sociocultural environment that consists of cultural values, 
laws, and customs.  
 Saxena and Adamsons (2013) summarized previous sibling research using a 
bioecological framework. Specifically, they applied the four levels of environmental systems 
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with respect to a sibling of an individual with IDD: microsystem (i.e., the family, extended 
family, school, neighborhood, and sibling support programs); mesosystem (interconnection 
between microsystems such as the availability of sibling support programs within a community); 
exosystem (i.e., services, resources); and macrosystem (i.e., laws, policy, and cultural practices). 
Notably, in sibling research, mesosystem, exosystem, and macrosystem elements of 
bioecological theory have received very little attention (Saxena & Adamsons, 2013). 
Considering the implications from Saxena and Adamsons (2013), the STEP conceptual model 
reflected these four environmental systems. The aim of the STEP conceptual model was to use a 
bioecological systems lens to shape positive outcomes among adult siblings of individuals with 
IDD. 
Overview of Manuscript 
In Chapter II, I review the literature related to future planning for individuals with IDD. 
First, I describe the state of future planning among families of individuals with IDD. Second, I 
review the experiences of families of individuals with IDD (i.e., barriers and support needs). 
Third, I report the benefits of conducting future planning for individuals with IDD. Additionally, 
I review the correlates of future planning (i.e. gender, age, and parent health). Finally, I provide a 
rationale and research questions for the current study. In Chapter III, I provided an overview of 
the research methods for this study (e.g., pre/post/follow-up surveys, individual interviews). 
After describing the participants, I describe the quantitative data and qualitative data, 
respectively. Finally, I describe the data analysis procedures. In Chapter IV, I report the results 





Review of Literature 
Considering individuals with IDD are having longer lives and outliving their parents 
(Fujiura, 2014), future planning for individuals with IDD has emerged as one of the most 
important topics in the IDD field (Hodapp et al., 2017). Without future planning, individuals 
with IDD and their families may have negative outcomes such as inappropriate living conditions 
of individuals with IDD (e.g., institutions, large congregate settings; Hewitt et al., 2013; 
Thompson & Wright, 2001) and greater anxiety for families, including parents and siblings 
(Smith et al., 1995). Thus, it is important to examine future planning for individuals with IDD.  
The key characteristics of future planning include: comprehensiveness, participation, and 
flexibility (The National Autism Resource and Information Center, 2018). Comprehensiveness 
includes developing a plan for all aspects (e.g., financial, legal, residential, education, 
employment, leisure, and personal needs) of one’s future. For each aspect, families need to 
gather formal and informal information. Participation requires addressing the involvement of 
every family member (i.e., parent, sibling, individual with IDD) as well as other individuals who 
are significant in one’s life (e.g., friends, community, professionals) in the planning process. 
Lastly, flexibility implies that future planning should be revised over time based on changes in 
life situations, interests, and goals.  
As one of the seminal articles about future planning for individuals with IDD, Heller and 
Caldwell (2006) synthesized existing knowledge from previous future planning interventions and 
adopted a peer support model to develop and evaluate a future-planning intervention that 
included individuals with IDD. Specifically, they developed the Future is Now intervention; they 
also tested its effectiveness via a randomized controlled trial (RCT). However, the Future is Now 
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only included parents and their offspring with IDD. Given the important roles of siblings in the 
lives of their brothers and sisters with IDD (Hall & Rossetti, 2018; Hodapp et al., 2017), siblings 
should also be included in future planning interventions.  
Since the 1990s, in addition to the study by Heller and Caldwell (2006), several studies 
have been published with regard to future planning. These studies highlighted the support needs 
of individuals with IDD and their families. Further, such studies described how future planning 
relates to: legal and financial issues (Heller & Factor, 1993), daily choices made by individuals 
with IDD (Heller, Factor, Sterns, & Sutton, 1996), leisure activities (Isfeld & Mahon, 1997), and 
comprehensive issues (e.g., residential, vocational, retirement, health promotion, and leisure 
options; Sutton, Heller, Sterns, Factor, & Miklos, 1993).  
In a systematic review of the literature about future planning, Bibby (2013) reviewed 16 
articles to identify barriers to future planning among families of individuals with learning 
disabilities. Notably, the term “learning disabilities” in the U.K. is the equivalent to the term 
“ID” in the United States. Bibby identified 10 barriers to future planning: lack of quality care in 
the adult service delivery systems; difficult relationships with professionals; interdependency 
between parents and siblings; lack of information about alternatives to family care; difficulty in 
discussing planning given its emotional nature; caregiver reluctance to let go of the caregiver 
role; caregiver sense of duty; individual with ID fears independent living; caregiver concern 
regarding loss of control; and individual with ID unwilling to leave the family home. Among 
those barriers, only the first three barriers were consistent across the 16 articles. The rest of the 
barriers might not be generalizable given their low frequency. Further, this review was limited to 
studies conducted in the U.K. Given the different service delivery systems in the United States 
(Braddock et al., 2017), barriers may differ.  
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Heller and Arnold (2010) conducted a systematic review of the sibling literature to 
expand our understanding of sibling issues in adulthood (i.e., psychosocial outcomes, nature of 
the sibling relationship, and future planning). Unfortunately, among the 23 reviewed studies, 
only six articles focused on future planning. Further, the review was limited to sibling 
perspectives; as such, there may be a less holistic understanding of future planning.  
Notably, most of the future planning literature reflects person-centered planning 
(Morningstar, Turnbull, & Turnbull, 1995). Person-centered planning is a set of approaches 
designed to develop collaborative, goal-oriented, and individualized programs to plan one’s life 
and supports (Claes, Van Hove, Vandevelde, van Loon, & Schalock, 2010). Person-centered 
planning has been commonly used in the IDD field (Amado & McBride, 2002). Person-centered 
planning tools include: Planning Alternative Tomorrows with Hope (PATH, Forest, O'Brien, & 
Pearpoint, 1993), Personal Futures Planning (Mount & Zwernik, 1988), Essential Lifestyle 
Planning (Smull & Harrison, 1992), and Group Action Planning (Turnbull, Turnbull, & Blue-
Banning, 1994). All of these person-centered planning approaches highlight the need to create a 
network around the individual with IDD. The network should include: family, friends, 
professionals, and community members.  
The purpose of this chapter was to review the literature relevant to future planning for 
individuals with IDD including barriers to future planning, support needs of families in relation 
to future planning, benefits of conducting future planning, and correlates of future planning. 
Specifically, the following questions guided this literature review:  
1. What are the existing future plans of families of individuals with IDD? 
2. What are the barriers to future planning?  
3. What are the support needs of families of individuals with IDD with respect to future 
planning? 
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4. What are the benefits of conducting future planning?  
5. What are the correlates of future planning?  
Eligibility Criteria 
The inclusionary criteria for this review required that articles: (a) were published in a 
peer-reviewed journal; (b) included empirical data published between 1980 and 2018; (c) 
included families of individuals with IDD (e.g., autism spectrum disorder, intellectual disability, 
learning disability, and Down syndrome); (d) reflected future planning for individuals with IDD; 
and (e) were conducted either in the United States or other countries but were published in 
English. Notably, “family” was defined broadly to include nuclear (e.g., parents) and extended 
family members (e.g., grandparents). Given the importance of involving family members in 
future planning, it was appropriate to include different types of caregivers in the included studies. 
In addition, families of individuals younger than 18 years old (i.e., 6.27% of the sample) were 
included in this study as future planning should begin as early as possible (Davis, 2003).  
Search Parameters 
Articles were identified in two phases. First, an online literature search was conducted 
through the University of Illinois Library using the following databases: ERIC, PsychINFO, and 
Academic Search Complete. Multiple combinations of keywords and descriptions were used to 
define the participants (e.g., caregivers, family, sibling, parent), the type of disability (e.g., 
autism, autism spectrum disorder, Down syndrome, intellectual disability, developmental 
disability, mental retardation), and research topic (e.g., future planning, transition planning). 
Notably, mental retardation was used as a search term as it was a prevalent term in published 
literature during the period leading up to 2008. During the second phase, a hand search of 
reference lists from included studies and relevant book chapters on this topic was conducted. We 
further identified studies through an iterative process called pearl growing (i.e., using known 
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eligible studies to improve search terms). For example, we used future planning intervention 
studies (e.g., DaWalt et al., 2018; Heller & Caldwell, 2006) to review their cited references. 
After identifying eligible studies, we searched the reference lists and conducted a forward 
citation search of these studies. Additionally, we hand searched specific journals (e.g., Journal of 
Policy and Practices in Intellectual Disabilities) to find any eligible studies that were not 
identified in the database search. 
The initial search yielded 706 studies. We first screened the titles for relevance to the 
guiding questions. Correspondingly, 182 articles were selected for an abstract review. After 
exporting the titles and abstracts into Microsoft Excel, I reviewed the studies based on the 
guiding questions. Then, I selected 50 studies for a full review. I retrieved and reviewed the full-
text of studies for which we needed additional information to determine eligibility. If studies 
were excluded during the full-text review, I recorded the specific reason for doing so. For 
example, studies were excluded when the findings were irrelevant to the five guiding questions. I 
also excluded studies that only included individuals with traumatic brain injury (Degeneffe, 
2015, 2017; Degeneffe & Olney, 2008). In addition, if multiple studies were conducted with the 
same participants, I only included one study relevant to the guiding questions (e.g., Davys, 
Mitchell, & Haigh, 2010; Gauthier-Boudreault, Couture, & Gallagher, 2018; Heller & Factor, 
1993). Lastly, conference proceedings or literature reviews (e.g., Bibby, 2013; Claes et al., 2010; 
Cohen, 2016; Heller & Arnold, 2010) were excluded from this review as they did not report 
empirical data and/or were unpublished. We (i.e., two independent reviewers) concurrently 
reviewed the 50 articles separately and then discussed any discrepancies until consensus was 
reached. The final number of studies meeting the criteria was 43. See Figure 1.  
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Figure 1. Flow of studies through the selection process. 
Literature Review Results 
Below, I describe the participant demographic information and methods of the studies. 
Then, I provide a descriptive summary of the studies. Specifically, the summary is organized into 
the following five sections: (a) existing plans for the future (n = 15 studies); (b) barriers to future 
planning (n = 31 studies); (c) support needs for future planning (n = 9 studies); (d) benefits of 
future planning (n = 9 studies); and (e) correlates of future planning (n = 5 studies). Then, I 
synthesize the literature and identify implications for practice and future research. See Table 1 




Summary of the Articles in the Literature Review  
Author(s) / Year Purpose of the study Participants Method Main findings 
Arnold, Heller, & 
Kramer (2012) 
 
To investigate the support 
needs of siblings of 
individuals with IDD 







Siblings who plan to provide care for individuals with IDD reported 
a need to engage in future planning and to have the formal support 
system address their needs. Specifically, siblings wanted more 
information about: navigating the adult service delivery systems, 






To examine the dynamics 
of caregiving in older 
families of adults with ID 






Family members avoided future planning or did little planning for 
aging individuals with ID. Aging family members perceived that 
siblings would be caregivers in the future. One father reported that 
future planning was an emotional subject. 
 
Bigby (1996) To examine the nature and 
effectiveness of future 
planning 
N = 62  





Parents made four types of future plans including: implicit key 
person succession plans; explicit key person succession plans; 
financial plans; and residential plans. Only 15% of the families had 
comprehensive plans. In general, plans were vague and open-ended. 
As a result, it was difficult to examine the effectiveness of the plans. 
When parents had good relationships with their children without 
IDD, siblings were more likely to be involved in future planning.  
 
Bigby, Ozanne, 
& Gordon (2002) 
To evaluate two pilot case 
management programs 
targeted at older caregivers 
of adults with ID 








After completing the programs, caregivers reported increased access 
to services and knowledge. Increased access to services led to 
reduced parental stress. Further, adults with ID reported increased 
access to out-of-home day activities and increased self-determination 
skills. 
 
Botsford & Rule 
(2004) 
To evaluate the 
effectiveness of a six-week 
psychoeducational group 
intervention with 27 older 
mothers 







The mothers in psychoeducational group (i.e., intervention group) 
reported positive effects such as increases in their knowledge and 
awareness of resources for planning, and increased sense of 





Table 1 (continued) 
 




To examine the views of 
older caregivers 
(individuals 70 years and 
older) of 62 adults with ID 
about future planning 







Almost 55% of the family caregivers reported that they were either 
not ready or were unwilling to make future plans. Many caregivers 
reported concerns due to uncertainty of the future. Notably, 61% of 
caregivers had emergency plans and 58% had discussed the plans 
with another person. Barriers to future planning included: lack of 
awareness to conduct future planning; emotional difficulties in 
letting go; lack of confidence in available options; and the existence 






To elicit the extent and 
nature of future care 
planning among parent and 
sibling caregivers, with 
their aging family 
members with ID 








Most family caregivers reported that no definitive plans (e.g., 
residential plans) had been made among family members. As a 
result, siblings reported formulating plans during times of crisis. 
Family caregivers perceived future planning barriers such as limited 
support from services and limited options in the adult service 
delivery systems. When family caregivers no longer provide 
caregiving, families were likely to look for residential services. 
 
Burke, Arnold, & 
Owen (2018) 
To examine the correlates 
and barriers to future 
planning among parents of 
individuals with IDD 






Parents were more likely to engage in future planning when they 
were older, highly educated, attended more parent training and 
support activities, and had children with fewer functional abilities. 
Barriers to future planning included: lack of available services; 
financial barriers; reluctance of family members; lack of time; 
emotional difficulty of future planning; inertia; and a lack of family 
members to be caregivers. 
 
Burke, Fish, & 
Lawton (2015) 
To examine the differences 
between siblings who are 
current caregivers for their 
brothers and sisters with 
IDD and siblings who do 
not currently (but expect 
to) provide caregiving  






Anticipated sibling caregivers were concerned about future planning 
and transitioning to caregiver roles due to the uncertainty of the 
future. To alleviate this concern, communication among family 




Table 1 (continued) 
 
Author(s) / Year Purpose of the study Participants Method Main findings 
Campbell & 
Essex (1994) 
To identify barriers and 
motivating factors toward 
future planning among 
parents of individuals with 
IDD 







Most parents had done some sort of planning (i.e., financial, 
community living, decision-making). However, only 28% of parents 
discussed the future plans among their family members. Parents 
reported a few barriers to future planning including: a lack of 
information about services; lack of community information about 
finances; costs; lack of understanding of the issues by professionals; 
and difficulty in accessing the adult service delivery systems. On the 
other hand, motiving factors included: concerns from the family; the 




Hughes, & Carter 
(2004) 
To expand the field's 
knowledge of parent and 
sibling perceptions of the 
transitions of their family 
members with significant 
cognitive disabilities to 
adult life 






Both parents and siblings reported limited information in regard to 
post-school options for individuals with ID. As a result, they 
predicted that their family members with ID would work in 
segregated employment settings (i.e., work activity or day center, 
sheltered workshop), and live in their parents' homes. Further, there 
was limited discussion with respect to post-school options within 





To address the way in 
which primary caregivers 
of people over 45 with DS 
foresee their futures 
N = 28  
Family members 
of individuals 






Health professionals perceived that parents were not ready to discuss 
the future due to fear. Although siblings of individuals with DS 




To examine the process of 
caregiving roles 
transitioning from parents 
to siblings for their family 
members with IDD  






Although siblings expected to be caregivers, there were no concrete 
plans for this transition. Siblings who were involved in future 
planning were less stressed and more prepared for the transition of 
caregiver roles. Given quickly changing life circumstances, siblings 
reported difficulty in planning. Further, they reported concerns about 




Table 1 (continued) 
 




   age-associated decline and financial concerns. Another barrier was a 






To enrich the lives of 
individuals with 
disabilities and their 
caregivers while 
ensuring that their wishes 
for the future are 
documented 
N = 49 
Individuals with 
ID, their parents, 
and support staff 
Qualitative 
(Interviews) 
It was difficult for caregivers to think about themselves and the 
impact of challenging behaviors of their family members with ID in 
their lives. They reported support needs such as: respite care and 
support from family and friends. Staff reported that many families 
did not access services until they got older and realized they cannot 
continue to care for the person with IDD. Also, they reported the 
importance of building rapport with families as well as the benefits 
of having planning meetings with all service providers. As every 
family was different, future planning varied.  
 
Davys, Mitchell, 
& Haigh (2015) 
To identify barriers to 
future planning to facilitate 
the transition to caregiving 
and avoiding inappropriate 
placements 






Future plans varied across families; however, overall, plans were not 
comprehensive and lacked detail and clarity. Barriers to future 
planning included: parental anxiety, difficulty with service providers, 
superstition, poor attitude, parental expectations for siblings, life 
stage, balancing siblings’ lives, health concerns, and funding. 





To conduct a preliminary 






N = 41 







Parents reported increased problem-solving skills, decreased 
depressive symptoms, and increased happiness. Further, adolescents 




Table 1 (continued) 
 
Author(s) / Year Purpose of the study Participants Method Main findings 
Dillenburger & 
McKerr (2011) 
To explore issues related 
to caring and future 
planning in Northern 
Ireland 







Majority of caregivers had not made long-term future plans as well 
as had not discussed future planning with their offspring with IDD. 
Specifically, they had not discussed social services and/or financial 
arrangements for the future. However, most caregivers 
acknowledged the importance of future planning and that it should be 
done as early as possible. 
 
Freedman, 
Krauss, & Seltzer 
(1997) 
To assess families’ 
residential plans and 
placement preferences  






Mother who made long-term plans were more likely to have positive 
well-being, less future concerns, and greater sense of purpose in life. 
In addition, mothers were more likely to conduct future planning 
when they were no longer married, older, had worse maternal well-






To document the needs of 
parents and young adults 
with profound ID by 
exploring their 
transitioning experience 
and related factors 






Parents reported that the needs of parents and young adults with ID 
were not met during the transition process. Specifically, they 
reported barriers to transition planning: lack of knowledge among 
professionals; limited options for full-time daily activities; lack of 
expertise in profound ID; and lack of psychological supports. 
Therefore, they reported specific support needs with respect to: 





To examine the experience 
of caregivers regarding 
housing options and their 
perceptions of the future 
housing needs of 
individuals with ID 







Although many family caregivers perceived residential care as the 
only option, they had negative views about residential care. In terms 
of future planning, although siblings were willing to fulfill 
caregiving roles, parents did not want to burden their child. Thus, 




To examine how parents 
and siblings perceive the 
demands of caregiving 
related to future planning 
N = 41  
Dyads of parents 






Family communication about future planning increased the 
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Author(s) / Year Purpose of the study Participants Method Main findings 
Heller & 
Caldwell (2006) 
To determine the 
effectiveness of the future 
planning intervention 
‘Future is Now’ for 
families of individuals 
with IDD 







Families who participated in the intervention ‘Future is Now’ 
reported completing a LOI, taking action on residential planning, and 
developing a special needs trust. Also, caregiving burden 
significantly decreased for families in the intervention group and 
daily choice-making of individuals with IDD increased. 
 
Heller & Factor 
(1991) 
To identify the correlates 
of financial and residential 
planning 






Caregivers who had greater family incomes, were older, and were 
White, were more likely to conduct financial and residential 
planning. In addition, parents of individuals with greater maladaptive 
behaviors may be more likely to engage in future planning due to 
difficulty in service coordination. 
 
Heller & Kramer 
(2009)  
To identify factors 
contributing to sibling 
involvement in future 
planning and factors 
contributing to sibling 
expectations of being 
primary caregivers 






Few families made plans or involved siblings in future planning. 
Siblings who were most involved in future planning were older, more 
involved in disability activities, and provided more support to their 
sibling with IDD. Major support needs of siblings included: sibling 
support groups, workshops or trainings on transition to caregiving 
roles, financial support, and printed material about making future 
plans. 
 
Herrema et al., 
(2017) 
To assess the nature and 
scale of concerns 
regarding the future for 
family members of adults 
with ASD 







Families of adults with ASD may experience frequent concerns about 
the future with respect to meeting the needs of individuals with ASD 
and caregiving. Indeed, 64% of them were unprepared for the future. 
Needed supports may include: day-do-day service, reliable 
professionals, and personalized, accessible, flexible, and informed 
supports.  
 
Hole, Stainton, & 
Wilson (2013) 
To explore the 
perspectives of self-
advocates and family 
members toward the future  
N = 22 
Adults with ID 





Future concerns of the adults with ID included concerns for their 
aging parents, future living arrangements, and loneliness. Concerns 
of family members included: ensuring the future security of adults 
with ID; addressing legal issues and financial security; and 
promoting future choice and self-determination. Many of the family 
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Author(s) / Year Purpose of the study Participants Method Main findings 
Hole, Stainton, & 
Wilson (con’t) 
   supports and balances the needs of both aging adults with ID and 
family members. However, there were some barriers to proactive 
planning such as funding, lack of formal supports, and frustrations 
with systemic issues. 
 
Holl & Morano 
(2014) 
To understand the needs of 
adult siblings serving or 
preparing to serve as 
caregivers of people with 
ID and how the service 
system effectively met 
their needs 






Almost all siblings reported the need for more information about 
services and future planning such as guardianship, financial 
planning, and residential options. However, for a few siblings, 
parents refused to discuss future planning which resulted in 
frustration among siblings. Siblings were also concerned about 
balancing their own well-being and caregiving. 
 
Knox & Bigby 
(2007) 
To explore the perceptions 
of  families with a middle-
aged individual with ID 
about their family care 
arrangements 






Due to future planning being an emotional subject, several siblings 
reported that the timing for discussion of future plans was delayed 
until their parent was ready. This delay was more evident when 
family members had different opinions about the best interests of the 
individual with ID. These decisions seemed to be made around the 
individuals with ID, rather than with them.  
 
Leonard et al. 
(2016) 
To describe the current 
state of parental and 
student engagement in 
transition planning in 
Australia 
N = 340  
Parents of 
individuals with 




Many parents reported concerns about the capabilities of their 
offspring with ID to adapt and change to life in adulthood, difficulty 
in navigating services, challenges in building social connectedness, 
and strains on family well-being, and finances. Although the majority 
of parents were involved in transition planning, about one-third 
wanted to be more involved. However, only half of the individuals 




Barr, & Roberts 
(2006) 
To identify the caregiver's 
preferences for various 
housing and support 
options and to estimate the 
proportion of individuals 
with ID in different 
housing options 








Most family caregivers anticipated individuals with ID continuing to 
live with family members. For alternative housing options, they 
identified residential or nursing homes, group homes, and having 
one’s own home. However, very few caregivers had made plans for 
future housing accommodations. 
(continued) 
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To examine the 
perspectives of individuals 
with IDD in regard to: (a) 
family influence on their 
vision for the future; (b) 
family involvement in 
transition planning; and (c) 









Individuals with IDD reported that their families have helped them to 
develop a future vision related to career and lifestyle options. 
Interestingly, they reported great influence from grandparents, aunts, 
uncles, cousins, and siblings. They reported few supports from the 
school-based vocational training and the adult service system. Most 
individuals had not been actively involved in the future planning 
process.  
Petriwskyj, 
Franz, & Adkins. 
(2017) 
To explore the issue of 
planning among a group of 
parents who were already 
engaged in future planning 
for their child with 
disability 
N = 21 





Parents reported a few factors that may have an impact on planning: 
cost, care, lifestyle, social outcomes, employment, and continuing 
education. Although they may have a plan, they also identified 
emotional, financial, and practical challenges to implement the plan. 
As parents felt overwhelmed due to daily challenges in providing 
care and negotiating services, they may have not thought about their 
own future health or care needs.  
 
Prosser (1997) To describe the future 
plans for adults with ID 
aged over 40 and to 
determine factors affecting 
future planning 








Only 28% of caregivers had made residential plans. Among those 
who already made plans, some received supports from social workers 
and siblings. Also, 63% of the caregivers had made some 
arrangement for financial security. Compared to siblings, parents 
tended to avoid future planning leading to no concrete plans. 
Raghavan, 
Pawson, & Small 
(2013) 
To explore family 
caregivers’ views and 
experiences on transition 
from school to college or 
to adult life with special 
reference to ethnicity 
 






Although transition planning occurred in school, it was relatively 
later in the one’s school life and lacked detail. Parents were often 
confused about the process and had limited information about future 
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Author(s) / Year Purpose of the study Participants Method Main findings 
Rawson (2010) To explore young adult 
siblings’ perceptions of 
future planning and needed 
supports  






Although many siblings anticipated caregiving responsibilities in the 
future, they reported being unprepared. Specifically, they reported a 
lack of legal and financial information (i.e., legal rights, power of 
attorney, wills and trusts, disability benefits, and funding) and 
difficulties in how to access the services. Further, they were 
concerned about the uncertainty of the future regarding living 
arrangements, cognitive development, challenging behaviors, and 
medication.  
 
Reilly & Conliffe 
(2002) 
To examine how 
individual families are 
planning to develop a 
planning instrument for 
aging families of 
individuals with ID 
 








The authors developed an 11-page instrument ‘What the Future 
Holds’. Researchers found that, by using this instrument, families 
could have greater discussions about future planning. 
Rossetti, & Hall  
(2015) 
To examine how siblings 
perceive their relationships 
with their brothers/sisters 
with IDD 







Most siblings felt frustrated and stressed with current or future 
caregiving and other caregiving-related responsibilities. Siblings 
were unprepared or uncomfortable with the transition to caregiving. 
Siblings reported needing information and supports about future 





To use a peer support 
model to facilitate 
planning 






From participating in a peer support model program, families 
reported positive outcomes such as increased knowledge and 
increased opportunities to interact with other parents. Older families 
most valued information about future planning and service options as 








To examine aging carer’s 
caregiving demands and 
perceptions about future 
planning  








In general, families felt uncomfortable talking about future planning 
as it was emotionally difficult subject. Both parents and siblings 
worried in terms of their deteriorating health, and limited future care 
options. Almost half of the family caregivers made definitive future 
plans while the rest made aspirational plans. For developing plans,  
(continued) 
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 parents usually did not include siblings or individuals with IDD in 
the process. Barriers to future planning included: avoidance; lack of 
information; and lack of appropriate services. Facilitators to future 
planning included: accessible information; offering one-to-one 
support; and preparing future plans early. 
Tozer & Atkin 
(2015) 
To explore the experiences 
of adult siblings of 
individuals with IDD in 
relation to sibling 
relationships, advocacy, 
support, and future 
planning 
N = 21  
Siblings of 
individuals with 
ASD or ID 
Qualitative 
(Interviews) 
Siblings felt excluded from discussions about disability services. 
Siblings were frustrated by the lack of proactive future planning and 
difficulty in initiating conversations with parents. Further, siblings 
reported struggling with the disability service system (e.g., staff 





To explore older parent's 
day-to-day experiences of 
caring for adults with ID 
and determine future plans 
for care 






Overall, both groups of parents (i.e., with offspring living at home or 
in supported accommodations) were aware of the need to conduct 
future planning; however, most parents had not made any plans. Of 
the family who made plans, most were aspirational plans or implicit 





To explore the issues that 
older parents of 
individuals with ID are 
facing, and the parent’s 
preference for housing and 
care options for their 
offspring in the future 
N = 132  
Families of 
individuals with 
ID for survey, 
N = 33  
Parents of 
individuals with 





Families reported the following key issues: (a) worry about the future 
care of offspring with ID; (b) concern about services and funding; (c) 
limited housing and care options; (d) lack of provider understanding 
of caregiver’s needs; and (e) difficulty in helping offspring with ID 
become a productive and active member of society. Key issues 
included: interactions with the government, the need for respite care, 
and difficulty in meeting social and emotional needs.  
 
Young et al. 
(2018) 
To describe the joint goal- 
directed actions and 
projects of parents and 
siblings, as young adults 
with IDD were making the 
transition to adulthood 







Family caregivers reported that they received resources for transition 
planning. However, they still reported emotional stress in managing 
daily demands and planning for the future. Further, they were 
confused and stressed due to the challenges in navigating new 
systems regarding employment, education and living 




 Participants. A total of 3,221 family members of individuals with IDD were included in 
the 43 studies. Participants ranged from 18 to 98 years old. All studies (N = 43) included family 
members of individuals with IDD (i.e., parents, siblings, family caregivers). Overall, 21 studies 
described that they included family members but did not specify the type of family caregiving 
roles (e.g., parents or siblings; Baumbusch, Mayer, Phinney, & Baumbusch, 2017; Bigby, 1996; 
Bigby, Ozanne, & Gordon, 2002; Bowey & McGlaughlin, 2007; Brennan et al., 2018; Chambers, 
Hughes, & Carter, 2004; Covelli, Raggi, Paganelli, & Leonardi, 2017; Dillenburger & McKerr, 
2011; Gilbert, Lankshear, & Petersen,  2008; Griffiths & Unger, 1994; Heller & Caldwell, 2006; 
Herrema, Garland, Osborne, Freeston, Honey, & Rodgers, 2017; Hole, Stainton, & Wilson, 
2013; Knox & Bigby, 2007; McConkey, Mulvany, & Barron, 2006; Prosser, 1997; Raghavan, 
Pawson, & Small, 2013; Reilly & Conliffe, 2002; Taggart, Truesdale-Kennedy, Ryan, & 
McConkey, 2012; Weeks, Nilsson, Bryanton, & Kozma, 2009; Young et al., 2018). Of the 43 
studies, 27.91% (n = 12) only reflected the perspectives of parents (Botsford & Rule, 2004; 
Burke et al., 2018; Campbell & Essex, 1994; Craig & Cartwright, 2015; DaWalt et al., 2018; 
Freedman et al., 1997; Gauthier-Boudreault et al., 2017; Heller & Factor, 1991; Leonard et al., 
2016; Petriwskyj et al., 2017; Smith et al., 1995; Walker & Hutchinson, 2018) while nine studies 
(20.93%) focused only on the perspectives of siblings of individuals with IDD (Arnold, Heller, 
& Kramer, 2012; Burke et al., 2015; Coyle et al., 2014; Davys et al., 2015; Heller & Kramer, 
2009; Holl & Morano, 2014; Rawson, 2010; Rossetti & Hall, 2015; Tozer & Atkin, 2015). In 
addition, four studies (9.30%) included individuals with IDD (Craig & Cartwright, 2015; DaWalt 
et al., 2018; Hole et al., 2013; Morningstar et al., 1995). Three studies included professionals in 
addition to family members (Covelli et al., 2017; Craig & Cartwright, 2015; Petriwskyj et al., 
2017). Notably, the percentages of participant groups exceeded 100% due to overlapping 
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participant groups. For example, a few studies included both parents and individuals with IDD or 
parents and professionals. See Figure 2.  
 
Figure 2. Type of participants reported in previous studies. 
The vast majority of respondents was female. Specifically, 21 studies had samples 
wherein at least 80% of the participants were female. Also, only 21 studies reported the ethnicity 
of the participants. Of those studies, most respondents were White (87.20%, n = 1,485). 
Regarding the types of disabilities of the individuals with IDD, ID (78.95%, n = 2,543) was the 
most common. Regarding geographic representation, 60.47% (n = 26) of the studies were 
conducted in international locations (e.g., Australia, Canada, Ireland, Italy, and United 
Kingdom); the remainder was conducted in the United States. 
 Methods. Different research methods were used in the 43 studies. Ten studies used 
quantitative methods to address their research questions (Arnold et al., 2012; Botsford & Rule, 
2004; Burke et al., 2018; Chambers et al., 2004; Freedman et al., 1997; Griffiths & Unger, 1994; 
Heller & Caldwell, 2006; Heller & Factor, 1991; Heller & Kramer, 2009; Smith et al., 1996). 
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Authors either developed or adapted quantitative questionnaires that collected information about 
family caregivers. Among these studies, two studies were RCTs to test future planning 
interventions (Botsford & Rule, 2004; Heller & Caldwell, 2006). 
Qualitative methods were used in 25 studies. Among these qualitative studies, 18 studies 
included interviews with family members of individuals with IDD (i.e., parents, siblings, 
brother-in-law) and service providers (Baumbusch et al., 2017; Bigby, 1996; Bowey & 
McGlaughlin, 2007; Coyle et al., 2014; Craig & Cartwright, 2015; Davys et al., 2015; 
Dillenburger & McKerr, 2011; Gauthier-Boudreault et al., 2017; Gilbert et al., 2008; Knox & 
Bigby, 2007; Petriwskyj et al., 2017; Prosser, 1997; Raghavan et al., 2013; Rawson, 2010; Reilly 
& Conliffe, 2002; Tozer & Atkin, 2015; Walker & Hutchinson, 2018; Young et al., 2018). The 
other four qualitative studies (e.g., Burke et al., 2015; Covelli et al., 2017; Holl & Morano, 2014; 
Morningstar et al., 1995) included focus groups with individuals with IDD and/or family 
members of individuals with IDD. However, the number of focus groups in each study varied. 
For example, while Holl and Morano (2014) conducted only one focus group, Morningstar and 
her colleagues (1995) conducted four focus groups to examine the perceptions of students with 
IDD toward the future. Two studies conducted both focus groups and individual interviews 
(Brennan et al., 2018; Hole et al., 2013). Only one study used qualitative analyses for open-
ended questions from a survey (Rossetti & Hall, 2015).  
In eight studies, mixed methods were used (Bigby et al., 2002; Campbell & Essex, 1994; 
DaWalt et al., 2018; Herrema et al., 2017; Leonard et al., 2016; McConkey et al., 2006; Taggart 
et al., 2012; Weeks et al., 2009). The mixed methods designs varied including: convergent 
parallel, explanatory sequential, exploratory sequential, and embedded design. Two studies 
(Herrema et al., 2017; Leonard et al., 2016) used convergent parallel design by conducting a 
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survey and open-ended questions. Five studies (Bigby et al., 2002; Campbell & Essex, 1994; 
DaWalt et al., 2018; Taggart et al., 2012; Weeks et al., 2009) conducted explanatory sequential 
designs which included surveys and individual interviews. Only McConkey et al. (2006) 
conducted an exploratory sequential design which involved individual interviews and then a 
survey. Among these studies, there were two intervention studies (Bigby et al., 2002; DaWalt et 
al., 2018).  
Existing Future Plans  
In 15 studies, researchers reported the state of future planning among families of 
individuals with IDD (Baumbusch et al., 2017; Bigby, 1996; Bowey & McGlaughlin, 2007; 
Brennan et al., 2018; Burke et al., 2018; Chambers et al., 2004; Davys et al., 2015; Dillenbruger 
& McKerr, 2011; Freedman et al., 1997; Heller & Kramer, 2009; Leonard et al., 2016; 
Morningstar et al., 1995; Petriwskjy et al., 2016; Prosser, 1997; Walker & Hutchinson, 2018). 
Most researchers acknowledged that few families made plans for the future. For example, 
Prosser (1997) reported that only 28% of the participants had made future plans for their family 
members with IDD. Even more dismal, in a study by Bigby (1996), only 15% of the participants 
made future plans for their family members with IDD. Similarly, individuals with IDD reported 
that they had either not started planning for their futures or had only started some informal 
discussions within their families (Morningstar et al., 1995).  
 In regard to families who had conducted future planning, the extent and type of future 
planning varied. Interestingly, most future plans reflected aspirational (versus definitive) 
planning activities (Bigby, 1996; Bowey & McGalughlin, 2007; Brennan et al., 2018; Burke et 
al., 2018; Davys et al., 2015; Walker & Hutchinson, 2018). For example, in a national sample of 
388 parents of individuals with IDD, the most common future planning activities included: (a) 
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locating an attorney knowledgeable about disability issues and (b) discussing future plans with 
the entire family (Burke et al., 2018). Few families engaged in definitive future planning 
activities (e.g., writing a Letter of Intent [LOI], securing a residential placement). Indeed, future 
planning is often done informally (Bigby, 1996). Further, families have reported being unsure 
whether their aspirational plans can be implemented as the plans lacked clarity and detail (Bigby, 
1996; Davys et al., 2015).  
Barriers to Future Planning 
 Across 31 studies, barriers to future planning included: emotional demands, inertia, lack 
of information, lack of communication among family members, support needs of individuals 
with IDD, conflicts between individuals with IDD and their family members, siblings balancing 
their own lives, and systemic barriers (Arnold et al., 2012; Baumbusch et al., 2017; Bowey & 
McGlaughlin, 2007; Brennan et al., 2018; Burke et al., 2015; 2018; Campbell & Essex, 1994; 
Craig & Cartwright, 2015; Chambers et al., 2004; Covelli et al., 2017; Davys et al., 2015; 
Dillenburger & McKerr, 2011; Freedman et al., 1997; Gauthier-Boudreault et al., 2017; Gilbert 
et al., 2008; Griffiths & Unger, 1994; Herrema et al., 2017; Hole et al., 2013; Holl & Morano, 
2014; Knox & Bigby, 2007; Leonard et al., 2016; Morningstar et al., 1995; Petriwskyj et al., 
2017; Prosser, 1997; Raghavan et al., 2013; Rawson, 2010; Rossetti, & Hall, 2015; Taggart et 
al., 2012; Tozer & Atkin, 2015; Weeks et al., 2009; Young et al., 2018).  
 Emotional demands. In 18 studies, researchers found that the emotionally demanding 
nature of future planning prevented many families from conducting future planning (Baumbusch 
et al., 2017; Bowey & McGlaughlin, 2007; Burke et al., 2015; 2018; Covelli et al., 2017; Davys 
et al., 2015; Freedman et al., 1997; Gilbert et al., 2008; Griffiths & Unger, 1994; Herrema et al., 
2017; Hole et al., 2013; Holl & Morano, 2014; Knox & Bigby, 2007; Petriwskyj et al., 2017; 
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Rawson, 2010; Rossetti, & Hall, 2015; Taggart et al., 2012; Weeks et al., 2009). Due to the 
uncertainty of the future for individuals with IDD, both parents and siblings of individuals with 
IDD reported: stress, caregiving burden, and loneliness. The studies indicated that the 
emotionally demanding nature of future planning prevented parents from discussing future 
planning. For example, a mother of an adult with IDD reported:   
Well from the day he was born until the day I die, I have that worry on my head when I 
put my head on the pillow until I rise in the morning. If I die, what is going to happen to 
[my son] or will anybody be good to him? (Taggart et al., 2012, p. 226) 
 
Indeed, parents have consistently reported the emotionally demanding nature of future planning 
for their offspring with IDD. Previous studies indicated that parents refused to engage in future 
planning due to fear about their own mortality and difficulties in letting go of their caregiving 
roles (Bowey & McGlaughlin, 2007; Covelli et al., 2017; Holl & Morano, 2014; Prosser, 1997). 
Although parents worried about the lives of their offspring with IDD, they also felt guilt about 
leaving their caregiving roles to their offspring without disabilities (i.e., the siblings of 
individuals with IDD; Griffiths & Unger, 1994). Specifically, parents reported not wanting to 
“burden” their offspring without disabilities with caregiving roles (Holl & Morano, 2014). 
Because of these emotionally demanding issues, parents reported avoiding future planning (Hole 
et al., 2013). 
Siblings were also concerned about the emotional demands of future planning. Siblings 
reported worrying about overcoming the challenges related to future planning (Burke et al., 
2015). Siblings felt anxious and stressed about fulfilling caregiving roles for their brothers and 
sisters with IDD; specifically, siblings were apprehensive about whether they would be high-
quality caregivers like their parents (Covelli et al., 2017; Davys et al., 2015).  
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 Inertia. A few parents and siblings reported “inertia” to start future planning (Bowey & 
McGlaughlin, 2007; Craig & Cartwright, 2015; Burke et al., 2018; Davys et al., 2015). For 
example, one participant described why she did not pursue future planning: “My own lack of 
initiative to write a letter of intent and to find appropriate situations in the event that I die” 
(Burke et al., 2018, p. 96). For parents of adults with IDD, it was easier not to think about the 
future. Likewise, a few siblings had not thought about their future roles in relation to their 
brothers and sisters with IDD (Davys et al., 2015). Siblings reacted to situations as issues arose 
instead of making plans; thus, siblings were more “reactive” than “proactive” when thinking 
about the future (Davys et al., 2015). Individuals with IDD reported that they were too young to 
worry about future planning (Morningstar et al., 1995).  
 Lack of information. In six studies, researchers identified lack of information about 
future planning as a barrier (Campbell & Essex, 1994; Chambers et al., 2004; Gauthier-
Boudreault et al., 2017; Hole et al., 2013; Raghavan et al., 2013; Rawson, 2010). Specifically, 
parents reported that they were not engaged in future planning due to a lack of information. Such 
information may include: financial information (e.g., how to create a special needs trust; 
Campbell & Essex, 1994; Rawson, 2010), legal information (e.g., whether to pursue 
guardianship; Rawson, 2010), and post-school options for individuals with IDD (e.g., how to 
secure employment; Chambers et al., 2004; Gauthier-Boudreault et al., 2017; Raghavan et al., 
2013). Non-English speaking families may encounter greater difficulties in accessing 
information due to language barriers (Raghavan et al., 2013).  For example, South Asian 
caregivers had difficulties accessing disability benefits due to lengthy claim forms and difficult 
terminology. Further, when non-English speaking families were from low-income backgrounds 
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or had little formal education, they reported greater difficulties in accessing information related 
to post-school options.  
Notably, parents reported receiving little information about future planning from the 
school. Specifically, parents received limited information during transition planning in high 
school (Gauthier-Boudreault et al., 2017; Raghavan et al., 2013). For example, although there 
were four or five professionals in the transition planning meeting, the professionals did not 
provide families with enough information to navigate or conduct future planning during the last 
years of school (Gauthier-Boudreault et al., 2017).  
Siblings also reported a lack of legal and financial information. For example, siblings 
reported feeling unprepared due to a lack of knowledge about: guardianship, power of attorney, 
special needs trusts, and formal benefits (Rawson, 2010). Usually, parents managed the legal and 
financial matters; thus, most siblings were not involved in these processes. Further, some parents 
did not inform siblings about guardianship or the disability benefit system (Rawson, 2010). 
Therefore, siblings were unaware of legal and financial information; as a result, siblings reported 
feeling unable to conduct future planning.  
 Lack of communication among family members. Eleven studies identified the lack of 
communication among family members as a barrier to future planning (Arnold et al., 2012; 
Burke et al., 2018; Chambers et al., 2004; Coyle et al., 2014; Dillenburger & McKerr, 2011; 
Gilbert et al., 2008; Heller & Kramer, 2009; Leonard et al., 2016; Petriwskyi et al., 2016; 
Rawson, 2010; Tozer & Atkin, 2015). Most families assumed that future caregiving 
responsibilities would fall to the siblings of individuals with IDD (Hodapp et al., 2017). 
However, in most cases, parents did not discuss future planning with siblings (Coyle et al., 
2014). The reluctance of parents to include siblings may relate to their fear of “burdening” the 
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offspring without disabilities (Griffiths & Unger, 1994). Thus, parents were often the primary 
decision-makers for future planning (Petriwskyi et al., 2016) while siblings were not involved in 
future planning (Arnold et al., 2012; Chambers et al., 2004; Heller & Kramer, 2009; Rawson, 
2010; Tozer & Atkin, 2015).  
In addition, the literature also indicated that parents did not discuss future planning with 
their offspring with IDD (Chambers et al., 2004, Dillenburger & McKerr, 2011; Knox & Bigby, 
2007; Leonard et al., 2016; Morningstar et al., 1995). Indeed, studies which included parent 
perspectives (e.g., Chambers et al., 2004; Dillenburger & McKerr, 2011; Knox & Bigby, 2007) 
and the perspectives of individuals with IDD (Morningstar et al., 1995) found that individuals 
with IDD were not included in future planning. Notably, in some circumstances, individuals with 
IDD or siblings may not want to engage in future planning (Burke et al., 2018).   
 Support needs of individuals with IDD. For individuals with IDD, both parents and 
siblings reported difficulties in conducting future planning given the support needs of their 
family members with IDD. Specifically, they reported three support needs: maladaptive behavior 
(Burke et al., 2015; Rawson, 2010); aging (Coyle et al., 2014; Davys et al., 2015); and difficulty 
understanding mortality (Baumbusch et al., 2017; Davys et al., 2015). First, siblings feared that 
changes (e.g., changing the residential setting of an individual with IDD from the family home to 
a group home or the sibling’s home) would lead to increased maladaptive behaviors (Rawson, 
2010). As such, they struggled with conducting future planning. The second support need was 
aging (Coyle et al., 2014). Age-related changes such as the onset of dementia or other conditions 
(e.g., falls and mobility challenges) could require the individual with IDD to need more supports 
and services.  Thus, such changes would lead to additional caregiving responsibilities for 
families (Coyle et al., 2014). Siblings reported struggling with future planning as age-related 
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changes may disrupt any future plans. Lastly, parents and siblings avoided future planning 
because they struggled to discuss parental death with their family member with ID due to the 
family member’s limited understanding of death (Baumbusch et al., 2017; Davys et al., 2015). 
For example, a mother and her daughter with ID were interviewed together. During the 
interview, the mother mentioned that she will not be around forever. Her daughter with ID said, 
“I’ll never, never let you go” (Baumbusch et al., 2017, p. 345).  
 Conflicts between individuals with IDD and their family members. Interestingly, one 
of the barriers to future planning that individuals with IDD reported was conflicts and 
disagreements between individuals with IDD and their family members (Morningstar et al., 
1995). For example, individuals with IDD reported that their parents were strict and had control 
over their lives leading to conflicts. As a result, individuals with IDD reported frustration as they 
did not have control over their own lives. This finding aligned with a study by Burke et al. 
(2015) wherein siblings reported that their parents were overprotective of their adult offspring 
with IDD. For example, siblings reported that their brothers and sisters with IDD became more 
independent when parents were no longer providing caregiving. As future planning should 
reflect person-centered planning, disagreements between individuals with IDD and their family 
members were problematic.  
 Sibling balancing own lives. In four studies, researchers found that siblings struggled 
with balancing their own lives and their impending caregiving roles (Coyle et al., 2014; Davys et 
al., 2015; Rawson, 2010; Tozer & Atkin, 2015). This sub-theme was reported only by siblings of 
individuals with IDD. Specifically, siblings struggled to take care of their own families (i.e., their 
offspring and aging parents) while also conducting future planning (Rawson, 2010). When 
siblings had full-time jobs, had children at home, and had their own family issues, they struggled 
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to engage in future planning for their brothers and sisters with IDD (Davys et al., 2015; Tozer & 
Atkin, 2015).  
 Systemic barriers. Systemic barriers were grouped into four subcategories: lack of 
qualified professionals; lack of options and resources; lack of funding; and difficulty with 
systems navigation (Bowey & McGlaughlin, 2007; Burke et al., 2018; Brennan et al., 2018; 
Campbell & Essex, 1994; Coyle et al., 2014; Davys et al., 2015; Gauthier-Boudreault et al., 
2017; Gilbert et al., 2008; Hole et al., 2013; Leonard et al., 2016; Raghavan et al., 2013; Rawson, 
2010; Tozer & Atkin, 2015; Weeks et al., 2009; Young et al., 2018).  
 Lack of qualified professionals. Families reported struggling to find qualified 
professionals who serve individuals with IDD (Campbell & Essex, 1994; Gauthier-Boudreault et 
al., 2017; Gilbert et al., 2008; Hole et al., 2013; Weeks et al., 2009; Young et al., 2018). The lack 
of qualified professionals made it difficult for families to establish future plans. For example, 
professionals (i.e., attorney, financial planners, direct service providers) may not understand the 
needs of families of individuals with IDD (Campbell & Essex, 1994; Weeks et al., 2009) as well 
as the needs of adults with IDD (Gauthier-Boudreault et al., 2017; Hole et al., 2013). There may 
be two reasons for the lack of qualified professionals: lack of empathy and high turnover rate. 
Regarding the former, professionals may not be able to relate and to understand the experience of 
parenting an individual with IDD (Young et al., 2018). Indeed, many parents have reported that 
professionals did not have empathy for their situations (Bibby, 2013). In addition, several studies 
have documented the high turnover rate among professionals (e.g., respite care staff, social 
workers) in the service delivery systems due to limited occupational benefits (e.g., low salary; 
Gilbert et al., 2008; Hole et al., 2013; Tozer & Atkin, 2015). Thus, many families may struggle 
to find and keep qualified professionals. Siblings also worried about the lack of qualified 
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professionals especially due to turnover and, correspondingly, frequent changes in staffing 
(Tozer & Atkin, 2015). Without having qualified professionals, families may feel that it is not 
worthwhile to conduct future planning.  
 Lack of options and resources. Parents reported that the lack of options (e.g., programs, 
job supports) and resources in the community negatively impacted future planning (Burke et al., 
2018; Gauthier-Boudreault et al., 2017; Gilbert et al., 2008; Taggart et al., 2012). For example, 
Gauthier-Boudreault and colleagues (2017) found that the service delivery systems provided 
either limited full-time daily programming or low-quality activities (e.g., babysitting). In 
addition, families often faced long waiting lists to access services (e.g., respite care; Gilbert et 
al., 2008; Hole et al., 2013). Because of the lack of options and resources, families reported not 
engaging in future planning (Burke et al., 2018).  
 Lack of funding. Both parents and siblings reported limited access to financial benefits 
(e.g., supplemental security income or SSI; Burke et al., 2018; Coyle et al., 2014; Davys et al., 
2015; Gilbert et al., 2008). Without funding, families may have limited residential, employment, 
or respite options for future planning. For example, in a study by Burke et al. (2018), almost 50% 
of parents reported financial barriers to future planning. Although families may have access to 
some financial benefits (e.g., SSI), such benefits may be insufficient to fund quality community 
supports (e.g., job coaches, transportation). Further, parents were worried about state budget cuts 
that might reduce funding for disability services. Thus, it was common for families to experience 
stress in relation to financial issues leading to a reduced likelihood of conducting future planning 
(Coyle et al., 2014; Gilbert et al., 2008). 
 Difficulty with system navigation. Families frequently reported challenges in navigating 
the adult service delivery systems (Campbell & Essex, 1994; Coyle et al., 2014; Davys et al., 
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2015; Gauthier-Boudreault et al., 2017; Hole et al., 2013; Petriwskyj et al., 2017; Rawson, 2010; 
Tozer & Atkin, 2015). Most families reported not knowing about available services due to 
difficulty with service delivery systems navigation; without knowing the available options, 
families reported that future planning may not be worthwhile. Parents reported feeling 
overwhelmed with navigating multiple systems (Hole et al., 2013; Petriwskyj et al., 2017); 
siblings reported not knowing from whom or where to seek information (Davys et al., 2015; 
Rawson, 2010). Notably, siblings were inexperienced in accessing legal and financial services 
due to minimal involvement in systems navigation (Rawson, 2010). Although parents described 
their role as “a secretary in all the spheres [of adult service systems]” (Gauthier-Boudreault et al., 
2017, p. 22), siblings were often uninvolved. Further, organizational changes or policy shifts also 
made it difficult for siblings to understand the adult service delivery systems (Tozer & Atkin, 
2015).  
Support Needs to Facilitate Future Planning 
Across nine studies, families reported the following support needs to facilitate future 
planning: information (Arnold et al., 2012; Gauthier-Boudreault et al., 2017; Heller & Kramer, 
2009; Hole et al., 2013; Holl & Morano, 2014; Rawson, 2010; Rossetti & Hall, 2015) and family 
support (Arnold et al., 2012; Craig & Cartwright, 2015; Gauthier-Boudreault et al., 2017; Heller 
& Kramer, 2009; Raghavan et al., 2013).  
 Information. Family members of individuals with IDD discussed their need for 
information. Parents reported needing information about diverse topics such as legal rights (Hole 
et al., 2013) and the transition to adulthood (Gauthier-Boudreault et al., 2017). Notably, siblings 
also reported needing disability-related information such as: guardianship and financial planning 
(Holl & Morano, 2014; Rawson, 2010), systems navigation (Arnold et al., 2012), and future 
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planning and caregiving (Arnold et al., 2012; Heller & Kramer, 2009; Rawson, 2010; Rossetti & 
Hall, 2015). Specifically, Heller and Kramer (2009) reported that siblings need workshops and 
trainings to inform them about future planning and facilitate their transition to caregiving roles.  
 Family support. Both parents and siblings reported wanting support (e.g., support 
groups) to share their experiences (Arnold et al., 2012; Gauthier-Boudreault et al., 2017; Heller 
& Kramer, 2009). Specifically, parents often felt frustrated during the transition to adulthood. 
During this time, parents wanted more emotional support such as participating in support groups 
which may offer opportunities to share challenges with peers and socialize (Gauthier-Boudreault 
et al., 2017). Similarly, siblings desired peer support groups so they could share information and 
experiences (Arnold et al., 2012). Siblings especially reported the need for peer support to help 
facilitate their transition to caregiving roles (Arnold et al., 2012).  
Benefits of Conducting Future Planning 
 In nine studies, researchers identified the benefits of future planning for families of adults 
with IDD (Bigby et al., 2002; Botsford & Rule, 2004; Coyle et al., 2014; DaWalt et al., 2018; 
Freedman et al., 1997; Griffiths & Unger, 1994; Heller & Caldwell, 2006; Reilly & Conliffe, 
2002; Smith et al., 1996). In general, future planning benefitted parents, siblings, and adults with 
IDD. Among these studies, five studies reflected interventions to facilitate future planning. See 
Table 2 for more information about the future planning intervention studies. Below, we describe 






Summary of Future Planning Interventions  
Authors Sample 
Number of 








with ID  
(N = 44) 
N/Aª A file audit survey was used to collect 
data on demographic characteristics, 
aims, strategies, processes and outcomes 
of a case management intervention.  
The Options for Older Families program targeted older 
caregivers of adults with ID. The support coordination model 
was a proactive intervention and crisis prevention program. 
The program aims were to: (a) mobilize existing services to 
enable adults living at home with aging parents to continue to 
do so; (b) assist families to plan effectively for the future; and 
(c) facilitate the acquisition of skills by the adults with ID. 
Case managers utilized multiple methods and levels of 
intervention that included: group work (e.g., weekends away, 
outings, attendance at discos, respite for caregivers, out-of-
home experiences of the adults with ID); regular community 
education sessions (e.g., future planning, service options); and 
advocacy (e.g., meeting with a local service manager, and 







with DD  
(N = 27) 
6 sessions  
(2-hours per 
session) 
-Awareness and knowledge of resources 
(Heller & Factor, 1991; Toseland & 
Rossiter, 1989) 
-Sense of competence and confidence to 
engage in planning (Botsford & Rule, 
2004) 
 -Caregivers’ appraisals of the planning 
process (Community Resources Scale) 
-Parent Permanency Planning Survey 
(Heller & Factor, 1991) 
-Test of planning behavior (Smith et al., 
1995) 
 
The intervention covers a variety of topics such as: concerns 
about the future, knowledge about available options and 
resources, obstacles to planning, family relationships with 
professionals, and problem-solving. The first, second, and last 
sessions were based on parents’ discussions while the third, 
fourth, and fifth sessions were facilitated by speakers about 
















with ASD  
(n = 16 in 
intervention, n 






-Parental depressive symptoms (Center 
for Epidemiological Studies Depression 
scale CES-D; Radloff, 1977) 
-General life stress (Perceived Stress 
Scale; Cohen & Williamson, 1988) 
-Parental problem-solving (Family 
Empowerment Scale; Koren et al., 1992) 
-Parent-child relationship quality 
(Positive Affect Index PAI; Bengston & 
Schrader, 1982) 
-Parent burden in interactions (Zarit 
Burden Interview; Zarit et al., 1980) 
-Expressed emotion (Five Minute Speech 
Sample FMSS; Magana et al., 1986)  
-Criticism (Camberwell Family 
Interview; Vaugh & Leff, 1976)  
-Frequency of social interaction of 
individuals with IDD (National 
Longitudinal Study of Adolescent Health) 
-Autism symptoms (Social 
Responsiveness Scale SRS; Constantino 
et al., 2003) 
-Social engagement (Observational 
ratings)  
 
The Transitioning Together intervention involved 2 family 
joining sessions, 8 weekly group sessions, and ongoing 
resources and referrals. Parent intervention sessions typically 
began with 15 minutes of socializing, followed by 30 minutes 
of teaching on a topic and 45 minutes of discussion and 
problem-solving. A variety of topics relevant to ASD as well as 
guided practice in problem-solving were covered (i.e., 
employment, family topics, risks to adult independence, health, 
legal issues, and community involvement). The adolescent 
social group involved learning activities and games on topics 
such as: sharing interests, goal setting, problem-solving, and 
social planning. For both parents and teens, positivity and 
problem-solving were explicitly modeled and emphasized 







with DD  
(n = 29 in the 
intervention 






-Future Planning Activities (Developed 
by authors) 
-Caregiving burden (Heller, Marwardt, 
Rowitz, & Farber, 1994) 
- Caregiving satisfaction (Lawton et al., 
1982) 
-Caregiving self-efficacy (Bandura, 1986, 
Heller, Miller, & Hsieh, 1999) 
 
The Future is Now activities included: identifying barriers to 
planning, discussing dreams and nightmares, developing a 
LOI, outlining circles of support, learning about local 
residential supports and family-financed housing options, 
identifying desirable residential placement, learning about 
employment and leisure options, identifying a key succession 
person, and identifying future planning goals to work on within 
the next 6 months. Individuals with DD participated in  
 (continued) 
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  -Discussion with individuals who have 
developmental disabilities (Developed by 
authors) 
-Choice-making of individuals with 
developmental disabilities (The Daily 
Choice Inventory; Heller et al., 2000)  
-Barriers to future planning (Developed 
by authors) 
 
activities to learn about choice-making and peer support to 
encourage their self-determination skills. Each session included 
a lot of participation discussion and opportunities for families 
to share their experiences. 




with DD  




-Effectiveness measure developed by 
authors with respect to eight potential 
outcomes on 4- point Likert scales 
indicating how “helpful” the intervention 
was with respect to : (a) accepting the fact 
that their offspring will someday live 
without them, (b) planning for future 
residence, (c) planning for financial well-
being, (d) becoming aware of formal 
services, (e) feeling at ease in asking for 
assistance from relatives and friends, (f) 
benefitting from the experiences of other 
group member, and (g) perceiving their 
group leader to be effective 
-Four open-ended questions were also 
included (e.g., benefits from the group 
format, strengths of the group format, 
weaknesses of the group format, and 
improvements for the future) 
At the first session, parents were asked to complete an open-
ended question about their personal objectives for 
participating. The leader (or guest speakers) provided 
information through structured didactic presentations to answer 
parents’ questions. During the sessions, parents shared their 
experiences, problems, and questions. The specific information 
topics included: (a) family support services; (b) independent 
living options (e.g., independent living, assisted living, group 
homes); (c) legal/financial issues (e.g., trusts, wills, 
guardianship, estates); (d) relaxation training; (e) what to do in 
case of an emergency; and (f) permanency planning.  
ªN/A-Not specified in the manuscript 
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 Benefits for parents. In seven studies, researchers addressed the future planning benefits 
for parents (Bigby et al., 2002; Botsford & Rule, 2004; DaWalt et al., 2018; Freedman et al., 
1997; Heller & Caldwell, 2006; Reilly & Conliffe, 2002; Smith et al., 1996). Freedman and 
colleagues (1997) reported that parents who established long-term, residential plans (versus no 
residential plans) had the most positive well-being, lowest stress, and highest senses of purpose 
in life. Further, parents who had either short-term or long-term residential plans (versus no 
residential plans) achieved an out-of-home placement within 3 years.   
The intervention studies about future planning also demonstrated its benefits for parents 
of adults with IDD. Specifically, parents who participated in future planning interventions 
reported: increased knowledge and access to formal resources for planning (Bigby et al., 2002; 
Botsford & Rule, 2004; DaWalt et al., 2018; Smith et al., 1996); reduced caregiving stress 
(Bigby et al., 2002; Heller & Caldwell, 2006); reduced depressive symptoms (DaWalt et al., 
2018); increased competency to plan for the future (Botsford & Rule, 2004); increased use of 
problem-solving strategies (DaWalt et al., 2018); and opportunities to interact with other parents 
with similar concerns (Smith et al., 1996). Also, after completing future planning interventions, 
parents were more likely to conduct definitive future planning activities (Botsford & Rule, 2004; 
DaWalt et al., 2018; Heller & Caldwell, 2006; Reilly & Conliffe, 2002).  
 Benefits for siblings. In two studies, researchers reported the benefits of conducting 
future planning for siblings (Coyle et al., 2014; Griffiths & Unger, 1994). As many siblings 
anticipated their future caregiving responsibilities, siblings were willing to be caregivers and felt 
less stressed when their parents were engaged in future planning early (Coyle et al., 2014; 
Griffiths & Unger, 1994). Specifically, when siblings discussed future plans with their family 
members, they were more willing to be in charge of caregiving responsibilities (Griffiths & 
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Unger, 1994). Notably, there is a lack of future planning intervention research with siblings of 
individuals with IDD (Heller & Kramer, 2009). As many siblings anticipate caregiving roles, 
there is a growing need to administer future planning interventions to siblings. 
 Benefits for individuals with IDD. In three studies, researchers identified the benefits of 
future planning for individuals with IDD (Bigby et al., 2002; DaWalt et al., 2018; Heller & 
Caldwell, 2006). Specifically, benefits included: greater access to out-of-home day activities; 
extension of support networks; skill development; increased self-determination skills; and 
attention to neglected health issues (Bigby et al., 2002). In two studies, researchers conducted 
future planning interventions with individuals with IDD (DaWalt et al., 2018; Heller & Caldwell, 
2006). DaWalt and her colleagues (2018) conducted a family future planning intervention. The 
adults with ASD in the intervention (versus waitlist-control) group demonstrated improvements 
in their frequencies of social interactions and levels of social engagement with peers. Notably, 
such changes were attributed to the intervention’s focus on social skills (i.e., social problem-
solving, coping strategies, facilitating conversations). On the other hand, Heller and Caldwell 
(2006) were more focused on developing self-determination skills (e.g., daily choice making) of 
individuals with IDD. Their future planning intervention was co-facilitated by a self-advocate. 
The adults with IDD in the intervention (versus waitlist-control) group demonstrated 
significantly improved self-determination skills. 
Correlates of Future Planning 
Five studies identified correlates of future planning (Burke et al., 2018; Freedman et al., 
1997; Griffiths & Unger, 1994; Heller & Kramer, 2009; Smith et al., 1996).  
Individual with IDD characteristics. The severity of the disability was associated with 
future planning. However, there were mixed findings regarding the nature of this relation (Burke 
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et al., 2018; Freedman et al., 1997). Freedman and his colleagues (1997) reported that when 
individuals with IDD had a mild or moderate ID (versus severe or profound ID), parents were 
more likely to conduct residential planning. In contrast, Burke et al. (2018) found that parents 
were more likely to engage in future planning when their offspring with IDD had fewer 
functional abilities. This difference might be due to the measures. For example, Freedman et al. 
(1997) used a dichotomous item to gauge the level of ID (i.e., the response options were 0 
[severe/profound) or 1 [mild/moderate] while Burke et al. (2018) used the Activities of Daily 
Living Scale (Lawton, Moss, Fulcomer, & Kleban, 1982) to gauge the level of independence as a 
proxy for the severity of the disability.  
Family characteristics. In previous studies, researchers found correlates of future 
planning that related to family characteristics including: age and health status; participation in 
training activities; and family communication.  
Age and health status. With respect to family characteristics, parent and sibling age 
mattered (Burke et al., 2018; Freedman et al., 1997; Heller & Kramer, 2009; Smith et al., 1996). 
Specifically, future planning was positively correlated with sibling and parent age (Burke et al., 
2018; Heller & Kramer, 2009). Similarly, when mothers had worse health or worse maternal 
well-being, they were more likely to conduct future planning (Freedman et al., 1997).  
Participation in training. Families who had greater connections to the disability system 
or had greater participation in educational trainings about the adult service delivery systems were 
more likely to conduct future planning (Burke et al., 2018; Heller & Kramer).  
Family communication. Greater family communication was positively correlated with 
future planning (Griffiths & Unger, 1994).  
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Discussion of the Literature Synthesis 
To understand future planning among family members, the following questions were 
answered by a review of the literature: (a) What are the existing plans of families of individuals 
with IDD? (b) What are the barriers to future planning? (c) What are the support needs of 
families of individuals with IDD with respect to future planning? (d) What are the benefits of 
conducting future planning? and (e) What are the correlates of future planning? This review 
revealed the perspectives of family members (i.e., parents, siblings, and adults with IDD) and 
professionals towards future planning. Based on this review, researchers and practitioners may 
have a better understanding of future planning among families of individuals with IDD. 
First, most family members (i.e., parents, siblings, and individuals with IDD) had not 
made future plans. Of the individuals who engaged in future planning, it was often not a 
comprehensive plan as they did not include diverse aspects of future planning. Additionally, 
most families reported conducting aspirational (versus definitive) planning activities. Few 
families had conducted definitive future planning activities (e.g., legal guardianship or financial 
planning). Although the current state of future planning was not comprehensive, many families 
reported the need to conduct future planning before a crisis occurs.  
Second, families reported different types of barriers to future planning including: 
emotional demands; inertia; lack of information; lack of communication among family members; 
support needs of individuals with IDD; conflicts between individuals with IDD and their family 
members; sibling balancing their own lives; and systemic barriers. Most barriers were consistent 
with a previous literature review about the barriers to future planning (Bibby, 2013). However, 
this literature review extended current research by identifying barriers from the perspectives of 
siblings and individuals with IDD. Interestingly, most siblings were not engaged in future 
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planning despite the potential for impending caregiving roles. The lack of involvement may be 
due to siblings struggling to balance their own lives (i.e., work, marriage, and raising their own 
children). Moreover, individuals with IDD were often excluded from future planning 
(Morningstar et al., 1995). Given that few studies examined the perspectives of siblings and 
individuals with IDD with respect to future planning, more research is needed to understand the 
perspectives of each family member. 
Third, it is insufficient to only identify barriers to future planning; it is also important to 
identify facilitators to future planning so they can be capitalized on. Parents and siblings reported 
facilitators to future planning: information and family support. For example, families may need 
information related to various topics (e.g., legal guardianship, transition to caregiving roles). 
Family members also reported needing peer support. To provide accessible information and peer 
support, professionals may offer support groups, conferences, workshops, and seminars for 
families of individuals with IDD. Research should be conducted to determine whether 
information paired with peer support facilitates future planning. Notably, such research should 
especially examine whether information and peer support facilitates future planning among 
siblings of individuals with IDD given their impending caregiving roles.   
Fourth, few studies examined the benefits of future planning. Specifically, there were 
only five studies that developed and tested future planning interventions for families of 
individuals with IDD (Bigby et al., 2002; Botsford & Rule, 2004; DaWalt et al., 2018; Heller & 
Caldwell, 2006; Smith et al., 1996). In these studies, future planning facilitated positive 
outcomes for individuals with IDD and their parents. Notably, there was no intervention study 
that targeted or included siblings of individuals with IDD in future planning. Given their future 
roles (Burke et al., 2012), future planning interventions should be adapted for siblings.  
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Lastly, five studies identified correlates of future planning. Correlates included: the 
severity of the disability, age and health status of the parents and siblings, participation in 
trainings, and family communication. Among these correlates, it is necessary to highlight 
correlates that could be capitalized on in future planning interventions. For example, 
interventions which provide education about the adult service delivery systems, improve family 
communication, offer peer support, and improve connections to the disability system may 
facilitate future planning.   
 It is important to acknowledge the limitations of this review. First, most studies included 
small sample sizes which were primarily White, female, well-educated, and middle-class. More 
research is needed focusing on diverse families (i.e., race, ethnicity, and socioeconomic status) 
especially given that minority (versus White) siblings are more likely to fulfill caregiving roles 
(Sonik, Parish, & Rosenthal, 2016). Second, most survey studies relied on cross-sectional data. 
Thus, the results could not show the direction of associations. Third, some studies relied on 
survey data collected via web-based surveys. Participants who are poor, less educated, and from 
minority backgrounds may not have access to the internet; thus, the results of such studies may 
have less generalizability. However, the findings of web-based surveys tend to be replicated by 
other methodologies (Birnbaum, 2004).	
Statement of Purpose 
This literature review examined the perspectives of family members (i.e., parents, 
siblings, and individuals with IDD) toward future planning for individuals with IDD. Given the 
strengths and limitations of this review, there are several implications for future research. 
Specifically, in light of the concerns about the future of individuals with IDD, future planning 
intervention research is needed. From the literature review, many families reported barriers and 
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facilitators to future planning. To alleviate these barriers and capitalize on the facilitators, 
interventions should be developed and tested with respect to future planning. Further, based on 
the review, such interventions should incorporate: peer support, family communication 
strategies, and knowledge of the adult service delivery systems. To date, few future planning 
interventions have been developed and tested; none of these interventions targeted or included 
siblings (e.g., Bigby et al., 2002; Botsford & Rule, 2004; DaWalt et al., 2018; Heller & Caldwell, 
2006; Smith et al., 1996). Thus, the purpose of my proposed study was to develop and pilot-test a 







The aim of this pilot study was to determine the effectiveness and social validity of the 
Sibling Training for Early future Planning (STEP) program for siblings of adults with IDD. All 
project activities were approved by the University Institutional Review Board (IRB; see 
Appendix A). Specifically, the project sought to address the following research questions (RQs):  
1. Does the STEP program demonstrate positive outcomes for siblings of adults with IDD? 
Specifically: 
a. Does the STEP program increase participation in future planning activities?  
b. Does the STEP program increase problem-solving skills? 
c. Does the STEP program increase family communication? 
d. Does the STEP program increase knowledge of adult service delivery systems?  
e. Does the STEP program increase empowerment?  
f. Does the STEP program increase connectedness among siblings of individuals with 
IDD? 
2. How do siblings of adults with IDD perceive the social validity of the goals, procedures, 
and outcomes of the STEP Program? 
I hypothesized that the STEP program would increase: (a) sibling participation in future 
planning activities and perceptions of empowerment; (b) knowledge of adult service delivery 
systems; (c) effective communication strategies and problem-solving strategies within their 
respective families; and (d) the connectedness of siblings of individuals with IDD. Further, I 
hypothesized that the STEP program would be socially valid based regarding its goals, 
procedures, and outcomes on: (a) a high attendance rate; (b) a low attrition rate (< 10%); and (c) 
positive participant satisfaction (based on formative and summative evaluations and interviews). 
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The different research methodologies employed in this study were: pre-, post-, and follow-up 
surveys; formative and summative evaluations; and post-intervention individual interviews. The 
formative evaluation data were collected during the intervention. Following the program, the 
post-survey data and post-STEP individual interviews were used during data analysis and 
interpretation to address the research questions (Greene, 2007). In Figure 3, I provided an 
overview of this design including multiple data sources. 
 
Figure 3. Overview of the study procedures. 
Participants and Setting 
 To be included in the study, individuals need to: (a) be over the age of 18 and having a 
transition-aged sibling (i.e., over the age of 14) with IDD; (b) be willing to participate in the 
four-session STEP program; and (c) agree to complete the pre/post/follow-up surveys, evaluation 
measures, and individual interviews. The diagnosis of IDD was confirmed via sibling report; 
specifically, participants provided this information prior to the first training session via the 
screening process. I excluded participants who have been involved in any previous future 
planning programs or workshops, as such programs may have influenced their future planning. 
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We also excluded current caregivers for their brothers or sisters with IDD because current sibling 
caregivers have already transitioned into caregiving roles, and thus, future planning may look 
different for these individuals (i.e., they may be planning for circumstances about their own 
mortality versus their parents). Also, current sibling caregivers no longer need to plan for the 
transition of caregiving roles from parents to siblings.   
 Recruitment. I recruited through local and statewide agencies and community 
organizations (e.g., parent support groups, sibling support groups, Illinois SIBS, Misericordia 
SIBS, Family Resource Center on Disabilities), and national organizations (e.g., the Sibling 
Leadership Network or SLN). I also recruited via social media. Notably, the SLN is housed in 
Chicago, and thus, was uniquely positioned to assist with recruitment. I also conducted targeted 
recruitment to retain culturally and racially diverse siblings. To this end, I worked with 
community-based agencies to recruit diverse participants (Magaña, 2000). For example, we 
distributed information about the study to Grupo Salto, which serves 550 Latino families of 
individuals with IDD in the Chicagoland area. Recruitment flyers were disseminated via 
electronic and hard copy formats. Further, a selective snowball sampling technique was used. 
Thus, interested participants could refer their friends and colleagues who are siblings of 
individuals with IDD to the training. See Appendix B for recruitment flyer. 
 E-mail screening. Interested potential participants were able to contact me via phone or 
e-mail about the study. I provided detailed information about the study and answered questions 
of the potential participants. If still interested in participating, I conducted a screening to 
determine if the individual met the inclusionary criteria for the study. If the potential participant 
met all of the inclusionary criteria and still expressed interest, I explained that: their participation 
in the study was completely voluntary, any information they shared would be kept confidential, 
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and they could choose to withdraw from the study at any time, for any reason. Participants were 
also informed that data collection included pre-, post-, and follow-up surveys, video recording of 
the training sessions, and audio recording of the individual interview. See Appendix C for the 
screening script.   
 Participants. In total, 20 siblings contacted me to express interest in the study. All 20 
siblings participated in the screening; eight siblings did not meet the inclusionary criteria as they 
could not attend the in-person training. Twelve participants met all of the study requirements and 
provided written consent prior to participation (see Figure 4).   
 
Figure 4. Participant recruitment, inclusion, and retention. 
 Of the 11 siblings of individuals with IDD who completed all study requirements and 
completed the intervention, 10 participants were sisters and one participant was a brother. 
Participant ages ranged from 23 years to 34 years (mean age = 26, SD = 2.11). Further, 45.5% 
(n = 5) of the participants reported annual incomes between $15,001 - $50,000. In addition, 
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27.3% (n = 3) of the participants reported annual incomes between $50,001 to $70,000. The 
remaining participants (27.3% or n = 3) reported annual incomes over $70,001. In addition, 
63.6% of the participants were lone siblings (i.e., the only adult child without IDD in the family) 
while 36.4% (n = 3) of the participants had three siblings and one participant had four siblings. 
With respect to their brothers and sisters with IDD, their age ranged from 14 years to 31 years 
old (Mean = 18.45). Also, 63.6% of the individuals with IDD were brothers. See Table 3.  
Table 3. 
Participant Demographics 
Demographic % (N =11) 
Gender  
     Female 90.91 (10) 
Marital Status  
     Single 100 (11) 
Ethnicity  
     White 63.64 (7) 
     Latino 18.18 (2) 
     Asian 18.18 (2) 
Annual Household Income   
     Between $15,001-$30,000 18.2 (2) 
     Between $30,001-$50,000 27.3 (3) 
     Between $50,001-$70,000 27.3 (3) 
     Between $70,001-$100,000 9.1 (1) 
     More than $100,001 18.2 (2) 
Educational Background  
     College graduate 45.5 (5) 
     Some graduate school 54.5 (6) 
Gender of the brother/sister with IDD  
     Male 63.6 (7) 
Type of Disability of the brother/sister with IDD  
     Intellectual disability 63.64 (7) 
     Autism spectrum disorder 18.18 (2) 
     Multiple disabilities 18.18 (2) 
Location of the brother/sister with IDD  
     In parent’s home 72.7 (8) 
     In a group home with 4-16 people 9.1 (1) 
     In an intermediate care facility, institution, or large group home 9.1 (1) 
     Independently 9.1 (1) 
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 To ensure all participants could attend the STEP program, I offered it twice. Specifically, 
I offered the STEP program on weekdays and weekends. Six participants participated on 
Saturdays and five participants participated on Tuesdays. I conducted chi-square and 
independent t-test analyses to compare any group demographic differences. Only annual income 
was significantly different between the two groups (t (9) = 2.71, p = .02; see Table 4 for 
additional participant information). 
Table 4 
Participant Demographics Differences Between Two Cohorts 
Demographic 
Tuesday 
cohort % (n) or 
M (SD) 
Saturday 
cohort % (n) or 
M (SD) t value or !" 
Gender   !" = .917 
     Female 100 (5) 83.33 (5)  
Age 24.80 27.17 t = -1.49 
Marital Status    
     Single 100 (5) 100 (6)  
Ethnicity   !" = .052 
     White 60 (3) 66.67 (4)  
     Latino 20 (1) 16.66 (1)  
     Asian 20 (1) 16.66 (1)  
Annual Household Incomea  4.80 3.00 t = 2.71* 
Educational Background   !" = .78 
     College graduate 60 (3) 33.33 (2)  
     Some graduate school 40 (2) 66.67 (4)  
Gender of the brother/sister with IDD   !" = .052 
     Male 60 (3) 66.67 (4)  
Age of brother/sister with IDD 21.40 22.67 t = -.403 
Brother/sister has an Intellectual Disability   !" = .02 









cohort % (n) or 
M (SD) 
Saturday 
cohort % (n) or 
M (SD) t value or !" 
Location of the brother/sister with IDD   !" = 2.93 
     Parent’s home 80 (4) 66.67 (4)  
     Group home with 4-16 people 20 (1) -  
     Intermediate care facility, institution, or 
large group home 
- 16.66 (1)  
     Independently - 16.66 (1)  
a 3 = $30,000-$49,999; 4 = $50,000-$69,999; 5 = $70,000-$99,999.	
* p < 0.05. ** p < 0.01. 
 Settings. Participants were from the Chicagoland area (i.e., Chicago and the suburbs 
within an hour radius of Chicago). The STEP program was delivered at a Chicago Public 
Library. The site was accessible by public transportation (e.g., bus or train) and had private 
parking. The training was delivered in 2-hour increments for four sessions. Each participant 
received a $100 gift card for participating in the study, as well as light snacks during the training.   
The STEP Program 
With support from Dr. Burke and WisconSibs, I adapted materials from existing future 
planning programs and resources to develop the STEP program. The STEP program was adapted 
from “Journey Forward,” developed by WisconSibs. “Journey Forward” is a 6-hour training 
program for adult siblings of individuals with disabilities; “Journey Forward” entails two, 3-
hour sessions. Notably, other future planning interventions vary with respect to their duration 
(Heller & Caldwell, 2006; DaWalt et al., 2018). For example, the “Future is Now” (Heller & 
Caldwell, 2006) program has six, 2-hour sessions. However, the “Future is Now” program was 
focused on parents of adults with IDD—not siblings. Given that siblings of individuals with IDD 
balance multiple roles along with their impending caregiving roles (Hall & Rossetti, 2018), it is 
important to strike a balance between the rigor of the STEP program while also ensuring that the 
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STEP program will be well-attended. To this end, the STEP program included four, 2-hour 
sessions. In addition to the 8 hours of in-person training, participants were asked to complete 
assignments and readings. For example, I provided reading materials in the workbook as well as 
on the website to read before each session. In addition to the sessions, participants were asked to 
complete a LOI outside of the sessions; the LOI is a form to facilitate and document current and 
future plans for an individual with IDD. It takes at least 2 hours to complete.  
When developing the STEP program, I reflected on the key characteristics of future 
planning: comprehensiveness, participation, flexibility, and person-centeredness (The Autism 
NOW Center, 2017). First, I reflected “comprehensiveness” by addressing a variety of topics 
related to future planning. These topics included: conducting legal and financial planning; 
navigating family dynamics; identifying available services and supports; and individualizing the 
planning process to meet the family’s unique needs. Second, the STEP program addressed all 
family members. Although I targeted siblings as participants, throughout the training, I addressed 
how to communicate with individuals with IDD and parents as well as other family members. 
Further, all family members were asked to assist with developing the LOI. Third, due to the need 
for flexibility in future plans, I reinforced the premise that future planning is an ongoing process. 
Lastly, similar to previous future planning intervention studies (DaWalt et al., 2018; Heller & 
Caldwell, 2016), the STEP program highlighted person-centered planning. Notably, the LOI 
reflected a person-centered planning approach. By completing the LOI, families could 
individualize their plans and identify a support network for individuals with IDD.  
Theoretical frameworks. In developing the STEP program, I adopted two theoretical 
frameworks (i.e., bioecological theory, adult learning theory) to inform the scope, sequence, and 
rationale for the intervention. 
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Bioecological theory. Bronfenbrenner (1979) introduced bioecological theory to 
understand the person, various contexts around the person, and processes within and between 
these contexts over time. Thus, the STEP program reflected the four environmental systems by 
addressing: (a) the communication among the families of individuals with IDD (i.e., the 
microsystem); (b) the sibling peer support and available programs for siblings of individuals with 
IDD (i.e., the mesosystem); (c) the empowerment needed to navigate the adult service delivery 
systems (i.e., the exosystem); and (d) the knowledge needed to navigate laws and policies for 
individuals with IDD (macrosystem).   
Adult learning theory. In a literature review of 79 studies using RCTs or comparison 
group designs that target adult learners, Trivette, Dunst, Hamby, and O’Herin (2009) identified 
three main features (i.e., planning, application, and deep understanding) and six characteristics of 
adult learning (i.e., introduce, illustrate, practice, evaluate, reflect, and master). Studies which 
applied these adult learning characteristics were significantly more likely to lead to improved 
participant outcomes and active participant involvement. Thus, I used adult learning theory, 
specifically the three main features and six characteristics, in developing the STEP program.  
For example, based on the six adult learning characteristics, the STEP program included: 
(a) introducing new material, knowledge, or skills via a PowerPoint presentation (e.g., 
guardianship, problem-solving skills); (b) modeling the use of the material, knowledge, or skills 
(e.g., providing an example of using problem-solving skills, sharing an example of a LOI); (c) 
applying the material, knowledge, or skills (e.g., case scenarios, group discussions about family 
communication); (d) evaluating the outcomes of the application (e.g., formative evaluations and 
discussions); (e) reflecting on their learning experiences (e.g., group discussions about writing a 
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LOI); and (f) conducting a self-assessment of their knowledge and skills (e.g., knowledge 
measure in the post-survey; formative evaluations). 
 Duration, scope, and sequence. Compared to “Journey Forward,” the STEP program 
was longer because it included more participant discussion, content about communication and 
problem-solving strategies, and IDD-specific resources about the adult service delivery systems. 
Regarding participant discussion, based on the principles of adult learning (Merriam, 2001; 
Trivette et al., 2009), it was important for the program to include applications of knowledge. 
Regarding content to focus on communication and problem-solving strategies, recent literature 
(Burke, Lee, Hall, & Rossetti, 2019; Lee, Burke, & Stelter, in press; Orsmond, G., personal 
communication, April 13, 2018) has suggested that siblings struggle with communicating within 
their respective families about future planning. To address this barrier, the STEP program 
included communication and problem-solving strategies to facilitate family communication. The 
STEP program also offered content about the adult service delivery systems for individuals with 
IDD. Literature has demonstrated the importance of knowledge about adult services (Arnold et 
al., 2012) and that siblings of individuals with IDD want to be educated about adult service 
delivery systems (Arnold et al., 2012; Davys et al., 2015; Rawson, 2010). To address this, an 
overview of the adult service delivery systems was included in the STEP program. In most 
sessions, I facilitated the content while being aided by content experts who presented specific 
content for certain topics. Experts included: an attorney and adult siblings of individuals with 
IDD. 
The scope of the STEP program had three features: informative support, emotional 
support, and skill-building support for adult siblings of individuals with IDD (Gauthier-
Boudreault et al., 2017). With respect to informative support, the STEP program covered 
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multiple areas of future planning (e.g., family and medical leave, adult services; DaWalt et al., 
2018; Heller & Caldwell, 2006) and provided relevant information to increase knowledge of 
adult service delivery systems. For example, participants gained knowledge from guest speakers 
(i.e., an attorney, SLN staff) about legal guardianship, the Family Medical Leave Act (FMLA), 
and Medicaid waivers. With respect to emotional support, siblings developed solidarity as a 
cohort within the program. Specifically, during the program, siblings shared their own 
experiences; their empathy and shared experiences enabled them to provide emotional support to 
one another. Lastly, siblings developed practical skills (i.e., communication and problem-solving 
skills) to facilitate future planning. As life is unpredictable, it was important for siblings to 
discuss potential scenarios in relation to future planning; by developing communicative and 
problem-solving skills, our hope was that they could apply these skills to a variety of situations.  
The sequence of the STEP program was grounded in two key features: (a) a simple to 
complex sequencing approach (Schmidt, Loyens, Van Gog, & Paas, 2007); and (b) the 
characteristics of adult learning theory (Trivette et al., 2009). That is, each session was designed 
to build on content from the previous session such that siblings could understand sequentially: 
(a) the barriers to future planning for families of individuals with IDD; (b) ways to communicate 
support needs within families; (c) resources related to legal and financial resources; and (d) the 
LOI. Further, the six principles of adult learning theory (i.e., introduce, illustrate, practice, 
evaluate, reflect, and master) were embedded in each session. See Appendix I for the training 
manual and Appendix J for the LOI. Notably, each session had corresponding material in the 
STEP Workbook (see additional attachment). Below, I describe each session. 
 Session one. Session one included: (a) conducting introductions; (b) participating in an 
ice-breaker; (c) sharing the current state of future plans; (d) identifying barriers to future 
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planning; (e) identifying the support needs of adult siblings of individuals with IDD (Heller & 
Kramer, 2009); and (f) explaining the features of the LOI. This session mainly focused on 
getting to know each other and sharing experiences with respect to future planning for 
individuals with IDD. For example, participants completed a mini-assessment about future 
planning and discussed barriers to future planning using A to Z character cards. At the end of the 
session, I explained the features of the LOI (see pages 65-66); I then provided instructions about 
completing the LOI.   
 Session two. Session two focused on: (a) engaging in effective communication within 
families; (b) learning problem-solving skills and applying it to case scenarios; and (c) conducting 
a sibling panel. Specifically, siblings shared their experiences communicating with their parents 
with respect to future planning. Then, they discussed strategies about how to initiate 
communication with their parents. Further, participants learned about problem-solving skills 
(i.e., recognize, define, determine possible solutions, determine factors, evaluate, and select). 
Using the problem-solving skills, participants read case study scenarios and identified possible 
solutions to each problem. The case study scenarios were adapted from: the literature (e.g., 
Meyer, 2009) and stories posted on sibling support group websites (i.e., SibNet Facebook). 
Lastly, two siblings from IllinoisSIBs were on a sibling panel to share their experiences with 
future planning. Notably, I made an effort to recruit sibling panelists who varied in age, gender, 
and future planning involvement.  
 Session three. Session three focused on information about: (a) legal guardianship; (b) the 
Supplemental Security Income (SSI)/Medicaid waiver; and (c) the FMLA. This session had a 
guest speaker for each content area. Specifically, an attorney—who was also a sibling of an 
individual with IDD—discussed guardianship using his/her own PowerPoint slides; an SLN 
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member—who was also a sibling of an individual with IDD— discussed Medicaid, SSI, and 
FMLA using the STEP PowerPoint slides.  
 Session four. Session four included: (a) reflections about the LOI; (b) group discussion 
about the LOI and future steps; and (c) ways to connect to sibling organizations. First, the 
session started with a quick ice-breaker activity (i.e., 3 ball game). After the game, I asked 
participants about their feelings toward future planning; we addressed lingering concerns. Then, 
based on their LOI, participants drew their dreams, nightmares, and next steps. Each participant 
shared their family’s path. Lastly, I provided a few tips for adult siblings about how to connect to 
local sibling support groups, organizations, and social networks.  
 Letter of intent. The LOI was adapted from “Journey Forward” (see Appendix J). A 
LOI is a document outlining one or more agreements between two or more parties. For this 
project, the LOI included: a description of the family’s story; dreams and nightmares for the 
future; building relationships; strengths and preferences of individuals with disabilities; housing; 
post-secondary education; employment; leisure; keeper of the dream; and goals and next steps. 
The LOI has been implemented in previous future planning programs (e.g., Future is Now, 
Journey Forward).  
 Given the various aspects of future planning, participants completed the LOI section by 
section as an assignment for each week. Specifically, participants completed a description of the 
family’s story and the strengths and preferences of their brothers/sisters with IDD after the 
completion of the first session. After completing the second session, participants completed a 
section about: their dreams and nightmares for the future, building relationships, housing, post-
secondary education, and employment. Lastly, after the third session, participants completed the 
section about: leisure, keeper of the dream, goals and next steps.  
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Specifically, the family’s story section involved parent and sibling stories. The dreams 
and nightmares section asked about the family’s dream (i.e., the best thing that could happen for 
the family) and the family’s nightmare (i.e., the worst that could happen to the family). The 
building relationships section asked: (a) the contact information of family members, close 
friends, and others that are important to individuals with IDD; and (b) the strengths, preferences, 
disposition, communication, habits and routines of individuals with IDD. The housing section 
included: (a) current living arrangement; (b) desired future living arrangement; (c) considerations 
for the living arrangement; (d) level of independence of the individual with IDD; (e) personal 
possessions; (f) personal care; (g) food and eating preferences; and (h) goals and next steps. The 
post-secondary education/work/leisure section included: (a) current education or work activities; 
(b) preferred and non-preferred activities of the individual with IDD; (c) leisure and recreation 
activities; (d) religious or spiritual needs; and (e) goals and next steps. The keeper of the dream 
section listed: (a) the successor caregiver; (b) medical care information of the individual with 
IDD; (c) education plan for the individual with IDD; (d) the financial/legal plans for the 
individual with IDD; (e) social benefits information; (f) tax information; and (g) goals and next 
steps. Lastly, the final section listed the goals to achieve in the next 3 months.  
Notably, this study provided participants with different options (e.g., hard copy, word 
document, Google form) to complete the LOI. Five participants completed the LOI via hard copy 
while the remainder completed it via an electronic document (i.e., Google form). Each week, I 
sent reminders to complete the LOI before the session. Then, I monitored their progress and 
provided feedback during the session.  
Due to time constraints, I did not pilot the entire STEP program before the RCT. 
However, I ensured the validity of the STEP content by asking 10 researchers and siblings of 
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individuals with IDD to review the curriculum. Specifically, I consulted with my dissertation 
committee (e.g., Drs. Burke, Meadan, Santos, and Channell) and sibling organizations (e.g., 
WisconSibs and Illinois SIBS) to review the curriculum. Further, I asked five adult siblings of 
individuals with IDD to review the curriculum. All five siblings also worked in the disability 
field. I compiled their feedback and incorporated the suggested revisions into the curriculum. For 
example, I added a PowerPoint slide about how to communicate effectively with individuals with 
IDD. Also, I added a structured problem-solving strategy example for a case study. Lastly, I 
piloted two activities from the STEP curriculum with WisconSibs during Journey Forward. 
From piloting these activities, I added PowerPoint slides to clarify the step-by-step problem-
solving strategies. Altogether, I gained insight from siblings and researchers before 
implementing the program. 
Social validity. Measures of social validity are critical in social science research because 
they include the values and opinions of individuals affected by interventions. Wolf (1978) 
defined social validity with judgements in three levels including: social significance of goals, 
social appropriateness of the procedures, and social importance of the effects. I addressed social 
validity by asking participants about: goals (e.g., Do the goals of STEP meet the needs of 
siblings of individuals with IDD?); procedures (e.g., Do the participants view the STEP 
procedures as acceptable?); and effects (e.g., Are the participants satisfied with the STEP 
program?). 
Session videos. Each STEP session was video recorded and uploaded to a restricted 
website, available for participants to view sessions they were not able to attend in person. Only 
three participants missed one session; each of these participants reported watching the recorded 
session online. Thus, they were not counted as absent. However, data analytic tracking was not 
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available to confirm that they watched the video. In addition, video-recorded sessions were used 
to assess treatment fidelity.  
 Treatment fidelity. To assess treatment fidelity, I used two methods: intervention 
checklists and reliability checks (Gersten, Fuchs, Compton, Coyne, Greenwood, & Innocenti, 
2005). For each session, I developed a standardized manual that I followed when facilitating the 
sessions. See Appendix I for the manual. Further, I developed a checklist of goals for each 
session. See Appendix K for the fidelity checklist. A graduate student watched a video of each 
session and assessed whether the goals were met. Each session met 85-100% of the goals; the 
average number of goals met was 96.25%. In addition, I had weekly supervision meetings with 
Dr. Burke to troubleshoot problems, review and add resources, and receive constructive 
feedback. This type of continuous supervision is an important mechanism for treatment fidelity 
(Borkowski, Akai, & Smith, 2006).  
 Reliability of treatment fidelity. All sessions were video-recorded and uploaded in Box. 
For inter-rater agreement, another graduate student viewed 30% of the sessions and completed 
the fidelity checklist. Reliability for fidelity of implementation was measured by comparing the 
checklists between the primary observer (i.e., a graduate student) and the secondary observer 
(i.e., another graduate student). Then, point-by-point agreement was calculated based on the 
guidelines of Kennedy (2005): (a) summing the number of agreements and disagreements 
between observers; (b) dividing the sum agreements by the number of agreements and 
disagreements; and (c) multiplying that by 100. There was 100% agreement about the reliability 
of treatment fidelity. 
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Procedures  
This study involved multiple data sources including qualitative data (e.g., individual 
interviews) and quantitative data (e.g., surveys). By using multiple data sources, we had greater 
internal validity to demonstrate the effectiveness of the program. Notably, the literature indicated 
that siblings struggle with balancing multiple roles (e.g., their careers, parenting their own 
children, and being siblings, Hodapp et al., 2017). Also, eight interested siblings were unable to 
participate because they lived out-of-state and, thus, they could not attend the in-person training. 
Perhaps because of multiple role occupancy and logistical problems, I had difficulty recruiting 
participants. Initially, I had hoped to conduct a RCT design. I also conducted a power analysis to 
determine the needed sample size for a powered study. I found that, using traditional 
assumptions (e.g., p < .05), I needed 32 participants. Unfortunately, after 2 months of 
recruitment, I had an insufficient number of participants. Thus, although an RCT is a strong 
design in intervention research (Shadish, Cook, & Campbell, 2002), I used a single-arm 
intervention design (i.e., intervention group without a control group) for this study.  To be 
accessible to greater number of participants, I conducted the STEP training program twice. See 
Table 5 for the decision-making matrix of group design contingencies.   
Table 5 
Contingency plans for Recruitment 
Plan Design Decision-making Date 
Initial Plan  Randomized controlled 
trial 
-Use this plan if sample 
size ≥ 32 
-Use this plan if sample 
size ≥ 32 by October 1st  
2nd Contingency 
plan 
Run one intervention 
group in the fall of 
2018 
-Use this plan if sample 
size < 32 and ≥	10 
 
-Use this plan if sample 
is size < 32 and ≥	10 by 
October 5th  
3rd Contingency 
plan 
Run two intervention 
groups in the fall of 
2018 and spring of 
2019, respectively 
-Use this plan if sample 
size < 10 
-Use this plan if other 
plans cannot be used 
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Measures 
 In this section, I described the measures and analyses for each research question. With 
respect to the survey, the measures included either categorical (e.g., gender) or Likert-scale 
questions. Specific questions were borrowed from existing short-form measures; these are 
indicated in the following section. 
 Research question one. The pre/post/follow-up surveys were identical and included the 
following measures.  
 Future planning activities scale. This scale consisted of 11 questions about future 
planning (Heller & Kramer, 2009). The questions included: 
• Have you or your family created and shared a Letter of Intent (a Letter of Intent is a non-
legal binding document that contains important information about the individual with a 
disability, their family, and their desires for the future)? 
• Have you or your family located an attorney knowledgeable about disability issues? 
• Have you or your family established legal guardianship for your family member with a 
disability? 
• Have you or your family established powers of attorney for health care and/or property? 
• Have you or your family established a special needs trust? 
• Have you or your family identified a successor to follow the current family caregiver? 
• Have you or your family looked into a residential program for your family member with 
a disability? 
• Have you or your family taken proactive steps toward securing a residential placement 
for your family member with a disability? 
• Have you or your family made residential plans for/with your family member with a 
disability? 
• Have you or your family discussed future plans for your family member with a disability? 
• Have you or your family discussed future plans for your family member with a disability 
with the entire family? 
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Potential responses were dichotomous: (0) no or (1) yes. A summed variable ranging from 0 to 
11 was used for this study; this scale had strong internal consistency reliability (Kuder-
Richardson coefficient = .86; Burke & Heller, 2016).  
 Family functioning scale. The McMaster Family Assessment Device (FAD; Epstein, 
Baldwin, & Bishop, 1983) had seven subscales with 60 items to assess family functioning. The 
seven subscales were: affective involvement; affective responsiveness; behavioral control; 
communication; problem-solving; roles; and general family functioning. As the STEP program 
targeted facilitating communication and problem-solving skills, we only included two subscales: 
the problem-solving subscale and communication subscale. Specifically, the FAD problem-
solving subscale included 5 items:  
• We usually act on our decisions regarding problems.  
• After our family tries to solve a problem, we usually discuss whether it worked or not.  
• We resolve most emotional upsets that come up.  
• We confront problems involving feelings.  
• We try to think of different ways to solve problems.  
The FAD communication subscale included 6 items: 
• When someone is upset the others know why.  
• You can't tell how a person is feeling from what they are saying.  
• People come right out and say things instead of hinting at them.  
• We are frank with each other.  
• We don't talk to each other when we are angry.  
• When we don't like what someone has done, we tell them.  
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Response included: 1 = strongly disagree, 2 = disagree, 3 = agree, and 4 = strongly agree. Mean 
scores range from 1 to 4 with higher scores indicating positive family functioning. Previous 
studies indicated high internal consistency reliability for both subscales (e.g., Problem solving 
subscale Cronbach’s alpha = .79, Communication subscale Cronbach’s alpha = .78; Degeneffe, 
2017).  
 Communication scale. Sibling Communication with Parents scale (Griffiths & Unger, 
1994) included two items, wherein siblings were asked to rate the degree to which parents were 
in agreement with them about the permanency plans of adults with IDD.  
• I have a good idea when and how my parents plan to place my brother/sister with a 
disability 
• My family and I have discussed the issue of permanency planning at some length. 
Response choices for both areas included: 1 = mostly false, 2 = don’t know, and 3 = mostly true. 
The Sibling Communication with Parents scale demonstrated adequate internal consistency 
reliability (Cronbach’s alpha = .81; Griffiths & Unger, 1994).  
 Knowledge measure. The knowledge measure included 10 multiple-choice questions 
asking about adult service delivery systems knowledge related to all topics covered in the 
training (e.g., SSI, guardianship, Medicaid). I adapted this measure from an existing measure of 
adult service delivery systems knowledge (e.g., The Volunteer Advocacy Program-Transition, 
Taylor et al., 2017). Example questions included: “Which of the following is NOT an alternative 
to guardianship?”; “Which of the following is NOT a requirement for SSI?”; and “What pays for 
most long-term care?” Each question was followed by choices, one of which was correct. Each 
response was coded as either 0 = incorrect or 1 = correct, with potential scores ranging from 0 to 
10 and higher scores equaling greater knowledge of the adult service delivery systems.  
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 Family empowerment scale. The Family Empowerment Scale (FES; Koren, DeChillo, & 
Friesen, 1992) was designed to measure empowerment among families of individuals with 
disabilities. The FES measured the extent to which parents feel empowered across three 
dimensions: family; the service system; and the community and political environment. I only 
used the family subscale and service system subscale. By participating in the STEP program, 
siblings were asked to communicate with their families which may empower the family as a 
whole. Thus, I used the family subscale. Also, as the program intended to improve the 
understanding of siblings of adult service delivery systems, I also included the service system 
subscale. The FES family subscale included 13 items: 
• When problems arise with my sibling, I handle them pretty well 
• I feel confident in my ability to help my sibling grow and develop 
• I know what to do when problems arise with my sibling 
• I feel my family life is under control 
• I am able to get information to help me better understand my sibling 
• I believe I can solve problems with my sibling when they happen 
• When I need help with problems in my family, I am able to ask for help from others 
• I make efforts to learn new ways to help my sibling grow and develop 
• When dealing with my sibling, I focus on the good things as well as the problems 
• When faced with a problem involving my sibling, I decide what to do and then do it 
• I have a good understanding of my sibling’s disorders 
• I fell I am a good sibling 
The FES service system subscale included 12 items: 
• I feel that I have a right to approve all services my sibling receives 
	 68 
• I know the steps to take when I am concerned my sibling is receiving poor services 
• I make sure that professionals understand my opinions about what services my sibling 
needs 
• I am able to make good decisions about what services my sibling needs 
• I am able to work with agencies and professionals to decide what services my sibling 
needs 
• I make sure I stay in regular contact with professionals who are providing services to my 
sibling 
• My opinion is just as important as professionals’ opinions in deciding what services my 
sibling needs 
• I tell professionals what I think about services being provided to my sibling  
• I know what services my sibling needs 
• When necessary, I take the initiative in looking for services for my sibling and family 
• I have a good understanding of the services system that my sibling is involved in. 
• Professionals should ask me what services I want for my sibling 
Each item had a 5-point Likert scale: 0 = not true at all, 1 = mostly not true, 2 = somewhat true, 
3 = mostly true, and 4 = very true. Previous studies indicated high internal consistency reliability 
(e.g., Family subscale Cronbach’s alpha = .70, service system subscale Cronbach’s alpha = .90; 
Caldwell, Jones, Gallus, & Henry, 2018).  
 Connectedness among siblings. Connectedness among siblings was assessed by adapting 
a disability connectedness measure (Taylor et al., 2017). This measure consisted of seven items 
starting with the question, “To what extent do you feel that you are an ‘insider’ in the sibling 
disability community in your local area?” Each statement was rated from 1 = not at all to 5 = 
very much so. The items were: 
• I feel connected to local disability organization or sibling group 
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• I devote my time to disability-related groups, causes, or activities 
• I serve on boards or committees, or perform other leadership roles for one or more 
disability organization 
• I know what is going on in terms of my area’s disability initiatives or activities 
• I receive newsletters, e-mail alerts, or other written information from one or more 
disability organization 
• I belong to listservs, facebook groups, chatrooms, or other disability-related social media 
• I have friends or socialize with other siblings of individuals with disabilities 
A previous study indicated high internal consistency reliability of this scale (Cronbach’s alpha 
= .89; Burke, Lee, Carlson, & Arnold, in press).  
 Research question two. To assess social validity, formative and summative evaluations, 
attendance and attrition rates, and individual interviews were conducted. 
 Formative and summative evaluations. Both formative (Appendix L) and summative 
evaluations (Appendix M; adapted from the “Volunteer Advocacy Project”; Burke, 2013 and 
adapted from the “Future is Now”; Heller & Caldwell, 2006) were used to assess the social 
validity of the program. Specifically, participants completed a five-item, close-ended formative 
evaluation at the end of each training session. Example items included, “To what extent do you 
feel the information covered during this session enhanced your knowledge?” Feedback from the 
formative evaluations were reviewed by Dr. Burke and I after each session. 
Following completion of the four sessions, participants completed a 30-item summative 
evaluation. The measure included open and close-ended questions with respect to: (a) the 
speaker, (b) content, (c) logistics, and (d) overall perceptions of the program. Example items 
included: “Are there any other topics you think the training should include?”; “Do you think four 
sessions are enough in terms of the future planning training for siblings? If not, please describe 
	 70 
any suggestion for the logistics of future trainings (e.g., more/less sessions, other relevant topics, 
videoconference options)”; and “What did you think about the relevance of each topic?” Scaled 
items on the summative evaluation data were analyzed via descriptive statistics and the open-
ended items were analyzed using an open coding approach. 
 Attendance and attrition. Participants signed in to each training session so I could record 
attendance and attrition.  
 Interviews. A semi-structured interview protocol was developed (see Appendix H). To 
ensure content validity, three researchers in the disability field reviewed the questions. Questions 
included: “Did you notice any changes in your family since the project began? If so, what 
changes did you notice?”; “What would you change about STEP project?”; and “Describe your 
overall perspective on the outcomes of STEP project for you, your family, and your brother/sister 
with IDD.”  
Data Collection 
 Research question one. To assess the effectiveness of the STEP program, I collected the 
pre-, post-, and follow-up survey including seven scales (i.e., future planning activities scale, 
FAD problem solving subscale, FAD communication subscale, communication scale, knowledge 
measure, FES family subscale, FES service system subscale, connectedness among siblings; see 
Appendix F, G). I collected pre-survey data in October 2018 for all participants (N = 11) by 
Survey Monkey, a commercially available, web-based survey research program. Participants 
were also given the option of completing a paper and pencil version of the survey. After the 
completion of the STEP program, participants submitted a paper and pencil version of the post-
survey at the end of the last session of the program in November of 2018. To examine the 
maintenance of the effects, I also collected 6-week, follow-up survey data from all participants 
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via Survey Monkey in January of 2019. From a previous systematic review about sibling 
interventions (Shivers & Plavnick, 2015), it was found that a 6-week follow-up may be sufficient 
time to detect changes and/or maintenance of effects. See Appendix E for the timeline.  
 Research question two. To assess the social validity of the STEP program, I collected 
formative and summative evaluation data, attendance and attrition data, and individual 
interviews. Formative evaluation data were collected at the end of each session (n = 4 sessions). 
Summative evaluation data were collected only one time at the end of the last session. Both 
formative and summative evaluation data were collected via paper and pencil evaluation forms.  
 With regard to individual interviews, two graduate assistants conducted the individual 
interviews (N = 11) after the completion of the program to receive unbiased participant feedback 
(Creswell & Miller, 2000). To ensure the reliability of interviews, I trained two graduate 
assistants before the interviews. Specifically, I discussed the interview questions and probing 
questions with them. The graduate students scheduled an interview with each participant at the 
time and date preferred by the participant. Participants could choose to conduct the interview 
either over the phone or in-person. All participants chose the phone option. Previous research has 
indicated that in-person and phone interviews likely yield the same results (Sturges & Hanrahan, 
2004). Prior to beginning the interview, the graduate students explained the purpose and gave 
participants an opportunity to ask questions. The researchers also informed participants that what 
they shared during the individual interviews was confidential and would not be shared outside of 
the program in any way that could reveal their identity. The graduate students took detailed field 
notes throughout each interview to note the key elements of participants’ responses. In the last 10 
minutes of each interview, the graduate students summarized the main responses of the interview 
based upon their notes to present to the participant for feedback and clarification. Each interview 
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was audio-recorded using a Sony digital audio-recorder or recording app on a laptop. Each 
interview lasted between 20 and 40 min. Each recording was transcribed verbatim.  
Data Analysis 
 Research question one. Four types of preliminary analyses were conducted: inter-item 
relations, missing data, and response distribution. To determine whether scaled measures should 
be considered as a singular construct or separately, internal consistency were assessed using 
Cronbach’s alpha. After conducting these preliminary statistics, I conducted a Friedman test with 
follow-up tests of all Bonferroni-corrected Wilcoxon related-samples comparing pre, post, and 
follow-up data. Given the small sample size (N = 11), normal distribution of the data cannot be 
assured (Hill & Lewicki, 2007). Thus, I proceeded with non-parametric (versus parametric) 
statistics which are more appropriate for small sample sizes (Sheskin, 2004). The dependent 
variables were: future planning activities scale, FAD problem solving subscale, FAD 
communication subscale, communication scale, knowledge measure, FES family subscale, FES 
service system subscale, connectedness among siblings. Specifically, time (e.g., pre, post, and 
follow-up) was entered as the independent variable.  
 Research question two. I conducted descriptive statistics for the quantitative data and 
emergent coding (Patton, 2002) for the open-ended questions to assess the formative and 
summative responses and interview data. With respect to the satisfaction measure, participants 
reported “satisfaction” with the STEP program if they reported a 3 (satisfied) or 4 (very 
satisfied). To measure participant attendance, the total percentage of hours attended was 
calculated for each participant by dividing the hours of sessions attended by the total hours of 
sessions (i.e., 8 hours). Attrition was calculated as the number of individuals who completed the 
program divided by the number of individuals who attended the first session of the program. 
	 73 
Typical attrition rates were unknown from a previous sibling intervention study (Burke et al., 
2019). Based on the low attrition rates during the Transitioning Together (DaWalt et al., 2018); 
however, I expected that attrition rates for STEP would also be low (< 15.8%). 	 
 Following each interview, the graduate student assistants transcribed their own interviews 
verbatim and all names were replaced with pseudonyms to protect participant anonymity. With 
respect to fidelity of implementing interviews, I listened to all of the recordings to ensure the 
interviewers asked all of the interview questions. There were no differences in interview data 
between the interviewers. With Excel, we (i.e., I and one of the graduate assistants) used constant 
comparative analysis (Glaser & Strauss, 1967) and emergent coding (Patton, 2002) to analyze 
the data. Specifically, one graduate student and I independently coded the transcripts using a 
line-by-line approach. We constantly compared the new data to previously coded data to see if 
the new data represented a new idea or belonged to an existing code (Creswell, 2003). We then 
met to compare our coding. We came to a consensus about the codes and create a codebook. 
Using the codebook, we independently reviewed the data to ensure that all data were 
appropriately coded. In total, we found 38 codes. Then we grouped those codes into categories 
and organized the categories into themes. For example, in relation to the research question about 
communication (i.e., Does the STEP program increase communication?), codes (e.g., initiate the 
conversation, in-depth discussions, communication with brothers and sisters with IDD, 
communication only between mother and sibling) were categorized (i.e., communication within 
family members) and then grouped into the theme: “A guide for family communication.”  
 Trustworthiness. For trustworthiness, we conducted member-checking with the 
participants (Brantlinger, Jimenez, Klingner, Pugach, & Richardson, 2005), peer-debriefing 
between Dr. Burke and I, as well as data source triangulation (e.g., comparison of the transcripts 
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to the survey and evaluation data). Another graduate student presented summaries of each 
individual interview to each participant at the end of the interview for first level member check. 
Then, I engaged in second level member checks by developing interview summaries and 
thematic findings for each participant. I emailed the summary to each participant and asked them 
to note anything to revise, add or delete. There were no collection comments. Regarding peer-
debriefing, I received feedback about the data and analyses with Dr. Burke throughout the 
project. Regarding data source triangulation, I checked for accuracy across the data (e.g., 
interview transcriptions, and pre-surveys). As siblings ourselves, Dr. Burke and I also engaged in 
researcher reflexivity by discussing our experiences and beliefs across all of the stages of the 
project. See Table 6 for Research Questions, Measures, and Analyses.  
Table 6 
Research Questions, Measures, Analyses 
Research question Measure Analyses 
1a. Does the STEP program 
increase participation in 
future planning activities? 
- Future Planning Activities 
scale (Heller & Kramer, 2009) 
- Post-intervention interviews 
- Descriptive statistics 
- Friedman test 
- Constant comparative 
method and emergent 
coding 
 
1b. Does the STEP program 
increase problem-solving 
skills? 
- The McMaster Family 
Assessment Device (FAD): 
problem-solving subscale 
(Epstein, Baldwin, & Bishop, 
1983) 
- Post-intervention interviews 
 
- Descriptive statistics 
- Friedman test 
- Constant comparative 






Table 6 (continued) 
 
Research question Measure Analyses 
1c. Does the STEP program 
increase family 
communication? 
- The McMaster Family 
Assessment Device (FAD): 
communication subscale 
(Epstein, Baldwin, & Bishop, 
1983) 
- Sibling Communication with 
Parents scale (Griffiths & Unger, 
1994) 
- Post-intervention interviews 
 
- Descriptive statistics 
- Friedman test 
- Constant comparative 




1d. Does the STEP program 
increase knowledge for 
adult services? 
- Adult service system 
knowledge measure (adapted 
from Volunteer Advocacy Parent 
training-Transition, Taylor et al., 
2017) 
- Post-intervention interviews 
 
- Descriptive statistics 
- Friedman test 
- Constant comparative 
method and emergent 
coding 
1e. Does the STEP program 
increase empowerment? 
- The Family Empowerment 
Scale (FES; Koren, DeChillo, & 
Friesen, 1992); notably, two 
subscales will be used 
- Post-intervention interviews 
- Descriptive statistics 
- Friedman test 
- Constant comparative 
method and emergent 
coding 
 
1f. Does the STEP program 
increase connectedness 
among siblings of 
individuals with IDD? 
- Connectedness among siblings 
(adapted from a disability 
connectedness measure, Taylor 
et al., 2017) 
- Post-intervention interviews 
- Descriptive statistics 
- Friedman test 
- Constant comparative 
method and emergent 
coding 
 
2. How do siblings of adults 
with IDD perceive the 
social validity of the goals, 
procedures, and outcomes 
of the STEP Program? 
 
- Formative and summative 
evaluations 
- Attendance and attrition 
- Post-intervention interviews 
- Descriptive statistics 
- Descriptive statistics 
- Constant comparative 








Research Question One: Effectiveness 
 Preliminary quantitative data analysis. For the preliminary analyses, I conducted 
analyses with respect to: inter-item relations, response distribution, and missing data. Below, I 
report my findings. There were no missing data.  
 Inter-item relations for established measures. To determine whether scaled measures 
should be examined as singular constructs or separately, I evaluated the internal consistency of 
the scales using Cronbach’s alpha or the Kuder-Richardson coefficient. I tested the internal 
consistency of the following scaled measures: future planning activities scale (11 items, pre-
survey Kuder-Richardson coefficient = .52, post-survey Kuder-Richardson coefficient = .60, 
follow-up Kuder-Richardson coefficient = .52), FAD problem solving subscale (5 items, pre-
survey a = .62, post-survey a = .72, follow-up survey a =.86), FAD communication subscale (6 
items, pre-survey a = .65 , post-survey a = .63, follow-up survey a = .63), FES family subscale 
(12 items, pre-survey a = .90, post-survey a = .87, follow-up survey a = .88), FES service 
system subscale (12 items, pre-survey a = .86, post-survey a = .89, follow-up survey a = .90), 
knowledge measure (10 items, pre-survey a = .601) and sibling connectedness (7 items, pre-
survey a = .90, post-survey a = .85, follow-up survey a = .91). Given that the communication 
scale by Griffiths and Unger (1994) only had two items, I did not evaluate the reliability of the 
scale. Because all of the variables had at least one alpha or coefficient whose value exceeded .60, 
I treated each scale as a unitary construct (Gravetter & Wallnau, 2013). 
																																																						
1	In the knowledge measure, several items had no variances and were, thus, removed from the 
post- and follow-up analyses. As such, alpha would be inaccurate (Javali, Gudaganavar, & Raj, 
2011).  
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 Determining the distribution of variables. All variables were checked for normal 
distributions using skewness and kurtosis indicators. Given that the acceptable range of skewness 
is between -2 to 2 (Gravetter & Wallnau, 2013), all variables were found to be acceptable. 
However, given the small sample size (N = 11), it was difficult to ascertain whether the data 
were truly normally distributed due to insufficient power (Hill & Lewicki, 2007). Often, non-
parametric (versus parametric) statistics are more appropriate for small sample sizes (Sheskin, 
2004). Therefore, I proceeded with non-parametric statistics.  
Primary quantitative data analysis findings. After conducting the preliminary 
statistics, I conducted a Friedman test, the non-parametric alternative to a repeated measure 
ANOVA (an inferential statistical analysis that determines changes in mean scores over multiple 
time points) comparing pre, post, and follow-up data among the participants. For the effect size 
(ES), I used Kendall’s W (Coefficient of concordance). Notably, for Kendall’s W, 0.1 refers to a 
small effect, .3 refers to a moderate effect, and .5 refers to a strong effect. The dependent 
variables were: future planning activities, FAD problem-solving subscale, FAD communication 
subscale, communication scale, knowledge scale, FES family subscale, FES service system 
subscale, and connectedness among siblings.   
A Friedman test indicated a significant difference among pre, post, and follow-up surveys 
in relation to: future planning activities, knowledge of the adult service delivery systems, 
empowerment, and connectedness. Specifically, in comparison to the pre-survey, at the post-
survey and follow-up survey, participants demonstrated significantly greater: future planning 
activities, !"(2) = 18.20, p < 0.001; family empowerment, !"(2) = 9.91, p = .01; service delivery 
system empowerment, !"(2) = 6.22, p = .04; adult service delivery systems knowledge, !"(2) = 
16.44, p < 0.001; and connectedness with other siblings, !"(2) = 11.76, p < 0.001. Participants 
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demonstrated significantly greater family communication in future planning only at the follow-
up survey, !"(2) = 6.30, p = .04. There were no significant differences with respect to problem-
solving and family communication.  
Post hoc analyses with Wilcoxon signed-rank tests were conducted with a Bonferroni 
correction. Specifically, with respect to future planning, there were significant improvements 
from the pre- to the post-survey (z = -2.95, p = .01, ES = .63), and the pre- to the follow-up 
survey (z = -2.96, p = .05, ES  = .63). With respect to adult service delivery systems knowledge, 
there were significant changes from the pre- to the post-survey (z = -2.81, p < .001, ES  = .60), 
and the pre- to the follow-up survey (z = -2.94, p < .001, ES  = .63). With respect to family 
empowerment, significant changes were noted in the pre- to the post-survey (z = -2.67, p < .001, 
ES  = .57), and the pre- to the follow-up survey (z = -2.67, p < .001, ES = .57). Similarly, 
improvements were found in service empowerment in the pre- to the post-survey (z = -2.32, 
p = .01, ES  = .49), and the pre- to the follow-up survey (z = -2.67, p = .01, ES  = .57). With 
respect to sibling connectedness, there were significant changes in the pre- to the post-survey 
(z = -2.81, p = .02, ES  = .60), and the pre- to the follow-up survey (z = -2.29, p = .01, ES  = .49). 
Lastly, family communication was improved in the pre- to the follow-up survey (z = -2.04, 
p = .04, ES  = .43). See Table 7 for more detail about these analyses. 
	 79 
Table 7 
Pre/Post/Follow-up Survey Responses 
 Pre Post Follow-up 
Chi-square p Wa Follow-up Item 50th  25th 75th 50th 25th 75th 50th 25th 75th 
1. Future Planning 
Activities 
3 2 4 6 5 8 7 6 9 18.20 .00** .83 T1 < T2 
T1 < T3 
2. Adult Services 
Knowledge 
5 3 5 9 8 9 8 7 9 16.44 .00** .75 T1 < T2 
T1 < T3 
3. Sibling 
connectedness 
14 7 22 24 21 27 26 14 31 11.76 .00** .54 T1 < T2 
T1 < T3 
4. Family 
empowerment 
46 39 48 50 44 53 51 45 54 9.91 .01* .45 T1 < T2 
T1 < T3 
5. Service system 
empowerment 
35 31 44.5 41.5 37.75 48.5 45.5 38.5 48.5 6.22 .04* .31 T1 < T2 
T1 < T3 
6. Future Planning 
Communication 
 
5 2 6 6 5 6 6 6 6 6.30 .04* .29 T1 < T3 
7. FAD Family 
problem-solving 
14 12 15.25 14 12.5 16.25 14 13 19 2.82 .24 .14 - 
8. FAD Family 
communication 
15 13 17 15 14 17 16 14 18 3.65 .16 .17 - 
a W refers to Kendall’s Coefficient of Concordance 





Although non-parametric tests were judged to be more appropriate for the primary 
analyses, to explore consistency in patterns of findings, I also conducted parametric statistical 
analyses (i.e., a repeated measure ANOVA). There were statistically significant effects on: 
greater future planning activities (F(2, 16) = 52.21, p < .001), FES family subscale (F(2, 16) = 
7.43, p < .01), FES service system subscale (F(2, 16) = 5.23, p = .02), knowledge scale (F(2, 16) 
= 26.73, p < .001), and connectedness (F(2, 16) = 4.73, p = .02).  Thus, using both parametric 
and nonparametric analyses supported the findings.  
Qualitative data analysis findings. Individual interviews also documented the 
effectiveness of the STEP program. In alignment with my hypotheses and with my quantitative 
findings, participants reported positive outcomes from participating in the STEP program. 
Specifically, participants reported the following overarching benefits: having a guide for family 
communication, developing sibling connectedness, increasing knowledge about the adult service 
delivery systems, and having improved empowerment. See Figure 5. 
  




Guide for family communication. Participants reported greater family communication 
after completing the STEP program. Specifically, participants initiated family conversations 
about future planning using the LOI as a guide. Participants reported various reactions from their 
families when they initiated such discussions. Reactions included: delight, open, resistant, and 
shock. For example, Megan reported that her parents were shocked:   
They [my parents] were pretty shocked and, like I said, they didn't know I was doing the 
[STEP] training. They were kind of caught off guard. Because, like I said, in their plan it 
wasn't really including me at all. I think that kind of was a shock to them, but I think it 
kind of opened their eyes to further in the future than they were thinking. 
 
On the other hand, Kimberly’s parents were delighted to talk about future planning. She 
reported,  
My parents were delighted. They weren't surprised because, like I said, I did choose to 
work in the disability studies field. They had talked to me before about would I be 
comfortable looking out for Keith [brother with IDD] if something happened. So, we had 
very casual conversations but the fact that I brought this LOI—they were really excited 
about it and that they could put it with their will.   
 
Although some family members were surprised, sometimes even reluctant, to discuss future 
planning, all participants reported discussing their LOIs with their families, including their 
brothers or sisters with IDD and their parents. Using the STEP training and/or the LOI enabled 
siblings to initiate future planning conversations. Mia reported, 
I think that having a written template for the letter of intent with the list of questions were 
helpful because when talking to my parents, I can set the list down in front of us. All the 
questions are there so that I won’t avoid asking questions that feel harder—that I feel 
uncertain about. 
 
Similarly, Emily reported, “Having the letter of intent as the backbone of what we were doing on 
the side could direct some conversations I was having with my family, because otherwise, we 




and brother with IDD, but also initiated future planning discussions with extended family 
members (i.e., uncles, aunts, and cousins) who will support her in the future.  Lydia reported, 
I think my aunts and uncles were stressed out—how I was like stressed out about caring 
for him [brother with ASD] or how I felt responsible for him after my parents pass. 
[During the conversation] they were like, “Oh no, you have your cousins.” Then I 
realized that I have options with my cousins that I would need. . . . So if I am out of town 
one day, in the far future, my parents aren't able to visit him and I'm not [available], I'd be 
able to include those family members [aunts, uncles, cousins] that lived nearby to look 
out for him and they can be my eyes and ears. 
 
Sibling connectedness. Most participants valued the experience of sharing their own 
stories and hearing other sibling stories. Specifically, participants reported benefitting from the 
sibling panels in the STEP program. Ellie described the benefits of the sibling panel: 
It was really interesting to hear from other siblings, because obviously they [the sibling 
panel participants] were older than us. So, they've been through the process of their 
parents not being able to take care of their siblings any more. And it's really interesting to 
hear that. This one family, they didn't have anything in place in terms of where their 
sibling was going to live, anything along those lines. So, that was really interesting to 
hear about how they handled that situation. It's just really helpful to me to hear other 
people are going through similar situations and that you're not alone. 
 
In addition to the sibling panel, all sibling participants shared their personal stories with other 
participants during the STEP sessions. Cassie reported, “It was nice to hear and talk to other 
siblings about similar worries and fears. Most people were around the same age, mid to late 20s.” 
Notably, all participants reported that the STEP program was the first time they had received 
support from other siblings. Mia shared, “I was hoping to connect to other siblings to hear about 
their experiences also. This is really one of first times I’ve gotten to do that.” After the program, 
siblings reported engaging in other sibling connectedness activities. For example, some siblings: 
joined a sibling advocacy group (i.e., SibNet, Sib20), became board members for the SLN, and 




Facebook group after the training. Also, I registered for the listserv from the sibling group on the 
internet. I am planning to reach out to those groups if I have any questions.”   
Empowerment within the family and adult service delivery systems. Overall, participants 
reported greater empowerment in advocating for: their brother or sister with IDD; other families 
of individuals with IDD; and future planning. For example, Alicia reported,  
They [my parents] didn't think it was necessary yet and I felt very empowered by this 
training to bring them the template that we were working on and say, “I don't wanna 
know about this in the future, I wanna know about this now.” And I would have to say 
how this letter drafted is what the plans are gonna look like if I cared now and just 
something I think that was really important for me, having my parents at an adult to adult 
level even with my brother, all of us being adults talking about this and not just assuming 
that we were on the same page when we never really talked about it. So, I felt very 
empowered in that sense. 
 
Notably, participants also reported empowering the self-determination of their brothers/sisters 
with IDD in their advocacy and future planning. Kimberly reported, 
I also think it's the first time that my sibling with a disability has been included in the 
[future planning] conversation because I thought that was really important. So, I think it 
was good to talk to him, he's similar in age to me, he's like 23, about like what might 
happen when mom and dad die. And to say like, “How do you feel about this?” [and] 
“Where do you see yourself [in the future]?” And I think it was really nice to have him be 
central to it rather than my parents. Every time we talk about the future beforehand they'd 
tell me like, “Oh, well we have this set up. We have this set up.” But my brother wasn't 
really central to that. So, it definitely impacted our family because now we have this 
letter. 
 
In addition, Alicia, in her role as a special education teacher, reported empowering other families 
to conduct future planning.  
I help them [families of my students with disabilities] advocate for their son or daughter's 
future. So along the way, I think this just benefits personally my job, and I think in the 
community as well . . . if I ever become part of an organization or something like that and 
help advocate for students with disabilities or young adults with disabilities. I thought 
overall the program was just a win-win for me no matter what. 
 




I think it's nice to have a group of people say, “Yes, your role as a sibling is validated, 
and you should be part of this conversation.” . . . A lot of the time, you get kind of 
brushed off with . . .  like, “Yes you are the sibling, you're part of the conversation, and 
you're important,” but it's more like, this is the parents kind of thing to deal with. So, 
overall, it definitely was nice to be like, “Yes, you're included and your opinions, 
thoughts, and decisions are important to include in the conversation and the plan.” 
 
	Knowledge about the adult service disability systems. Eight participants worked in the 
IDD field; thus, in the interviews, most participants reported being familiar with some adult 
services (e.g., Medicaid, guardianship). However, participants reported that they had superficial 
knowledge of adult service delivery systems before attending the STEP program. After 
completing the program, participants reported a more comprehensive understanding of adult 
services. Specifically, participants reported greater knowledge about: (a) legal and financial 
information; (b) relevant professionals (e.g., special needs trust attorneys); and (c) adult service 
delivery systems in other states. Further, as a result of the STEP program, participants reported 
being able to share their newfound knowledge with other parents and siblings of individuals with 
IDD. For example, regarding financial planning, Alicia reported: 
I think learning more about the different things that we need to do . . . I didn't know about 
the special needs trust fund. So yeah, I definitely talked with my family about that. So, 
just learning some of the legal things was really helpful for me. 
 
Participants also reported that they learned about professionals who could help them establish a 
special needs trust. Ellie said,  
We are looking into setting up his special needs trust and they [parents] were picking out 
their own lawyer, but I actually set them up with our guest speaker [attorney] when he 
came in to speak to the group. But, since he is here in Illinois we actually had him look 
for us for a lawyer in our home state of Ohio. So, we'll be meeting with them pretty soon. 
 
Similarly, Amanda reported that she learned about adult service delivery systems in other states:  
I discussed it [service delivery systems in other states] with people in my group. Their 
families are in different states across the country so I think that I became aware that each 
state has different rules and eligibility criteria which is something I had never thought 




for me, especially if I ever want to move out of state or if my sister wants to leave I can 
tell her, “Okay, you can leave but, you know, you have to get your Medicare and SSI in 
check.” 
 
Notably, two participants reported sharing their new knowledge with other families. Sophie 
reported,  
For example, the speech pathologist at my school. She actually has a brother with Down 
syndrome as well. And, he is twenty but her mother is, I believe, sixty something. So, her 
mother had just recently asked her if she would become the primary caregiver, and she 
was a little shocked. Then, I shared with her that I was doing this [STEP] program and I 
told her I would share my binder with her so she can get the resources. So, I just thought 
it was really interesting that I was able to share this knowledge as well with people who 
are actually going to start going through it. 
 
Research Question Two: Social Validity 
 Social validity includes goals, procedures, and outcomes of the program (Wolf, 1978). To 
measure goals, procedures, and outcomes, I analyzed attendance and attrition rates, formative 
evaluations and summative evaluations, and post-STEP individual interviews (i.e., 11 
participants’ overall perceptions of the training, procedures, and outcomes). All participants 
completed the formative evaluations each week; therefore, 44 formative evaluation datasheets 
were completed. All participants also completed the summative evaluations (n = 11).  
 Goals of the STEP program. In the pre-survey, participants were asked to address their 
hopes and goals for the STEP program. Their goals included: (a) developing concrete plans, (b) 
gaining knowledge of the legal planning and adult service delivery systems, (c) strengthening 
feelings of empowerment, (d) supporting family members in future planning, and (e) connecting 
with organizations or sibling groups. For instance, participants reported, 
• “I would like methods to follow through on the vague plan we have now.”	
• “I hope to learn how to navigate/help my sister navigate all the systems involved in 




• “Confidence that when I take over caregiving, I will have some competence in future 
planning.” 
• “I hope to gain a better understanding and share the new knowledge with my sister 
and my parents!” 
• “I hope to learn about organizations/groups I can utilize once the time comes for my 
sister to transition out of my parent’s home.” 
After completion of the STEP program, in the individual interviews, participants reported that 
STEP program goals aligned with their needs in several ways: (a) initiating family conversations 
about future planning, (b) guiding next steps in future planning, (c) sharing sibling stories and 
developing peer support, and (d) accessing information and resources. Mia, for example, shared 
that the STEP program was useful to start future planning, 
I saw the STEP training to be extremely helpful. It brought a lot of topics that I wouldn’t 
have explored if I hadn’t participated. It helped me bring up a lot of questions to my 
parents . . . questions that I didn’t realize I had. And I think it helped identify some 
questions I have also. It’s a good starting point.  
 
In addition, participants reported that the STEP program guided their next step in future 
planning. Emily reported,  
I think overall it [the STEP program] gave me a guide on the kinds of things that I'll need 
to look out for in the future. The kinds of things that I'll need to prepare and start 
planning for being a primary caregiver for my sibling in the future, because there's no one 
in life to really sit you down and tell you what to look out for with that. 
 
In addition, participants reported that the STEP program met their goal of meeting other siblings. 
Amanda reported, “I think that it provided a space to meet other siblings that are in that situation, 
and we were able to talk about our concerns and share our stories.” 
 Finally, participants also reported that the STEP program met their goal of accessing 
information and resources. For example, Sophie learned new information related to financial 




I like having focus on topics that were relevant. There was nothing that was covered in 
the topic that wasn't important. Everything was extremely important. There were things 
that I didn't even know existed or we had to do. For example, that special needs trust, I 
think that's the one thing I really got out of this entire program was that in order for my 
sister not to lose her benefits for when she does transfer into my home, one of those 
things that will potentially be barriers if they have them is if somebody left a certain 
amount of money or things like that that could potentially affect SSI. 
 
Consistent with the interview responses, in the summative evaluations, participants also reported 
that the STEP program met their expectations. Specifically, in response to “Did the STEP 
program meet your expectations? Why or Why not?” (Summative evaluation, items 3-4), all 
participants reported that the STEP met or exceeded their expectations with respect to: initiating 
conversations about future planning with their families; connecting with other siblings; and 
gathering information about planning (i.e., the STEP binder). Comments included:  
• “Yes, the training met my expectations. I was interested in participating in this training to 
start preparing for the future. I feel more prepared on the areas of future planning for my 
brother [with a disability], and it started the conversation with my family to keep us on 
the same page.” 
• “Yes. I liked having a space where siblings can come together and share worries and 
future plans.” 
• “Yes. I learned a lot and am walking away with a great binder.” 
 Procedures: Attendance and attrition. Overall, 72.72% (N = 8) of the STEP 
participants attended all four sessions. Notably, 27.27% (n = 3) of the STEP participants missed 
one session; however, each of these participants reported that they viewed the recorded session 
via a secure website. The attrition rate was 8.33% (n = 1). One participant only attended the first 
STEP session. She withdrew from the study due to a conflict with her personal schedule and the 
dates/times training sessions.  
 Procedures: Participant satisfaction. Participant satisfaction was measured using 




their satisfaction with each STEP session (formative evaluation, item one). For session one, 
100% of the participants indicated that they were “highly satisfied.” For session two, 72.7% 
(n = 8) of the participants indicated that they were “highly satisfied,” and 27.3% (n = 3) of the 
participants indicated that they were “satisfied.” For session three, 72.7% (n = 8) of the 
participants indicated that they were “highly satisfied,” and 27.3% (n = 3) of the participants 
indicated that they were “satisfied.” For the last session, 100% of the participants indicated that 
they were “highly satisfied.” When asked to indicate their degree of overall satisfaction with the 
training (summative evaluation, item 3-3), 81.8% (n = 9) of the participants indicated that they 
were “highly satisfied,” and 18.2% (n = 2) of the participants indicated that they were “satisfied.” 
See Figure 6 for overall participant satisfaction based on the formative and summative evaluation 
data. 
 




 Instructor delivery. With regard to the way the information was delivered, formative 
evaluations were conducted (item two). For session one, 90.9% (n = 10) of the participants 
reported “Excellent” while the remaining 9.1% (n = 1) of the participants reported “Good.” For 
session two, 81.8% (n = 9) of the participants reported “Excellent” while the remaining 18.2% 
(n = 2) of the participants reported “Good.” For session three, 81.8% (n = 9) of the participants 
were “Excellent” while the remaining 18.2% (n = 2) of the participants reported “Good.” For 
session four, 90.9% (n = 10) of the participants were “Excellent” while the remaining 9.1% (n = 
1) of the participants reported “Good.” Figure 7 shows the collective scores of the formative 
evaluations regarding ratings for: instructor delivery, course content, and course materials.  
 




 Course content. When asked about their satisfaction with course content (formative 
evaluation, item two), for session one, all participants reported “Excellent.” For session two, 
81.8% (n = 9) of the participants reported “Excellent” while the remaining 18.2% (n = 2) of the 
participants reported “Good.” For session three, 90.0% (n = 10) of the participants reported 
“Excellent” while the remaining 9.1% (n = 1) of the participants reported “Good.” For session 
four, 90.9% (n = 10) of the participants were “Excellent” while the remaining 9.1% (n = 1) of the 
participants reported “Good.” Upon closer examination of the participants who indicated 
“Good,” they reported wanting more information about “how to find resources if we go to 
another state.” In addition, other participants reported that they would like to learn more about 
housing and involving individuals with IDD in planning. Specifically, Sophie mentioned that 
“I’d love to talk about living situations at the start” while Kimberly mentioned “more about 
including siblings [brothers or sisters with IDD] in their own planning” when asked to provide 
suggestions for future sessions (formative evaluation, item six).   
 Per the summative evaluations (item 1-3), 81.8% (n = 9) of the participants indicated that 
the STEP topics were “always relevant,” and 18.2% (n = 2) of the participants indicated that the 
STEP topics were “mostly relevant.” When asked about the sequence of the topics, 81.8% 
(n = 9) of the participants reported that “order made sense all of the time” while 9.1% (n = 1) of 
the participants reported that “order made sense most of the time,” and 9.1% (n = 1) of the 
participants reported that “order made sense some of the time” (summative evaluations, item  
1-4). 
 Course materials. With respect to course materials (formative evaluation, item two), for 
session one, all participants reported “Excellent.” For session two, 81.8% (n = 9) of the 




“Good.” For session three, 81.8% (n = 9) of the participants were “Excellent” while the 
remaining 18.2% (n = 2) of the participants reported “Good.” For session four, 90.9% (n = 10) of 
the participants were “Excellent” while the remaining 9.1% (n = 1) of the participants reported 
“Good.”  When asked to provide suggestions for improvement, two participants mentioned that 
they would like to have “a handout of the description of home services” and “send out a pdf 
version of the binder materials to look over ahead of time.” (formative evaluation, item five).  
 Procedures: Logistics. Regarding the overall length of the STEP program, all 
participants indicated that the session length (i.e., 2 hours) was “Just right” (summative 
evaluation, item 1-1). However, when asked about the length of individual sessions in the 
formative evaluations (item three), 27.3% (n = 3) of the participants indicated that the STEP 
session length was “too short” for session three (i.e., legal and financial planning, disability 
benefit system). Notably, participants rated all of the other sessions were “Just right.” Similar to 
the summative evaluations, in the individual interviews, half of the participants reported that the 
length of the training should be longer. Lydia reported,  
I think the only thing was that it seemed really short. More time to dive into more of the 
topics we discussed or we could have a sibling panel that lasted all two hours. Something 
like that would probably helpful but in terms of topics covered, I can't think of anything I 
wanted to know and didn't know about. 
 
When completing the LOI, 63.6% (n = 7) of the participants took more than 6 hours while 36.4% 
(n = 4) of the participants took 2 to 4 hours.  
When asked about the convenience of the sessions, 36.4% (n = 4) of the participants 
indicated that time was “very convenient” while 54.5% (n = 6) of the participants indicated that 
time was “convenient,” and 9.1% (n = 1) of the participants reported that the time was 
“somewhat convenient” (summative evaluation, item 2-1). When asked about the convenience of 




participants indicated that the day was “very convenient,” and 36.4% (n = 4) of the participants 
indicated that the day was “convenient” (summative evaluations, item 2-2).  
Regarding the accessibility of the location of the training, 72.7% (n = 8) of the 
participants indicated that the location was “very convenient” or “convenient,” and 27.3% (n = 3) 
of the participants indicated that the location was “somewhat convenient” (summative 
evaluations, item 2-3). These two participants suggested conducting the STEP in “central 
Chicago” or at the “University of Illinois at Chicago campus.” All of the participants indicated 
that the physical room of the STEP program was very comfortable (90.0%, n = 10) or 
comfortable (9.1%, n = 1; summative evaluations, item 2-4). See Figure 8 for the collective 
formative evaluation data regarding the convenience of the time, date, location, and room of the 
STEP training. 
 




 Recommendations for future STEP trainings. When asked if there were other topics the 
STEP training should have covered (summative evaluation, item 1-5), only two participants 
offered suggestions: (a) fostering self-advocacy in your brother/sister with IDD and (b) 
discussing housing options. The rest of the participants mentioned that the training covered the 
important topics. When asked if there were any topics included in the STEP training that should 
be removed in future STEP trainings (summative evaluation, item 1-6), all of the participants 
responded “no.” Further, in response to: “What would you have helped you to conduct better 
planning for individuals with disabilities?” (summative evaluation, item 3-2), one participant 
reported “Creation of a timeline or checklist of things to do for future planning.” There were no 
other responses to this question.  
 In addition, in the individual interviews, some participants specified new topics that could 
be covered during additional STEP sessions such as: housing options, employment, and 
supported decision-making. For example, Cassie wanted more information on housing. She 
reported, 
There could have been more time dedicated to talk and discussing all of the different 
housing options. There are so many different types of housing. I think if we'd had more 
time to expand on that topic, and the pros and cons of all of them, that would have been 
helpful. 
 
Further, Alicia reported wanting more information to support employment for individuals with 
IDD. She stated:  
We talked about employment a little bit, but maybe more about, learning about how to 
support our siblings with employment in terms of when they leave high school. I think 
that would be something cool to learn about. 
 
Lastly, Kimberly would like to know more in supported decision-making. She reported: 
But I do think just talking about supported decision making and alternatives to 
guardianship and why . . . would've been really interesting. It would be nice to talk about 




but I think that's probably a value to the community because I'm just really interested in 
that so it would've been cool. 
 
 Ongoing Supports. In response to the summative evaluation open-ended question (item 
3-5) “What kind of ongoing support would better enable you to conduct future planning for 
individuals with disabilities?”, participants reported six types of ongoing supports: (a) handout or 
checklist of activities for future planning, (b) ongoing monthly trainings, (c) connections with 
agencies, (d) ongoing sibling connections, (e) reminders to update the LOI, and (f) sharing 
resources. For example, participants shared the following:  
• “A handout or checklist of activities to do for future planning. Ongoing monthly trainings 
on more in-depth topics.” 
• “It would be great to have a group to check in with monthly to talk about goals and 
progress being made.” 
• “Connections with agencies” 
• “I think that the connections to the sibling group are very helpful and that is an ongoing 
support that will help me conduct future planning.” 
• “Reminder to update the LOI” 
• “Sharing resources” 
 Outcomes from the STEP program. After attending the STEP program, in the 
individual interviews, participants reported being satisfied with the outcomes from the STEP 
program. They reported more confidence and preparation regarding future planning. For 
example, Amanda reported,  
I feel a lot more prepared and I feel confident. There's still things that my family and I 
need to talk about, but now I know what we need to focus on, what kind of questions I 
should be asking now, and what kind of things I should be aware of. So, I feel like I'm in 
a better place than I was before cause I feel more reassured that everything's gonna be 





In addition, some participants started working on definitive future planning activities. For 
example, they looked into establishing guardianship and/or special needs trusts for their brothers 
or sisters with IDD. Emily reported, 	
I know I have to follow up with the successor guardianship, and that's something that I  
had already told my mom about this summer. So, I think we're gonna focus on that the 
next few months. Figuring out how to set that up. 
	
Further, other participants were planning to schedule a family discussion during the holidays 
(i.e., Christmas). Ellie said, 	
With Thanksgiving coming up, a lot of the future planning stuff that happened over  
the course of the STEP program was just between my mom and I. We're kind of the 
major people who are involved and players. And our goal is to make my dad and sister sit 
down with us and have a conversation about things like. . . . We realize we don't have a 
special needs trust set up. And, my parents don't have a will set up yet. So, having that 
conversation. Then a bigger conversation about where do we see everything and making 
sure everyone's in line with, “These are what she and I have talked about, and are you 
guys comfortable with this? Do you agree with this? Do you have other thoughts or 
opinions?” Our main goal is to sit and make everybody participate because my dad and 









 The purpose of this study was to develop and pilot-test the STEP program to determine 
its effectiveness and social validity. Although several studies highlight the importance of siblings 
conducting future planning (Heller & Kramer, 2009; Holl & Morano, 2014; Lee & Burke, 2018), 
few intervention studies have been conducted with adult siblings of individuals with IDD 
(Hodapp et al., 2017; Lee & Burke, 2018). As one of the first studies to pilot a future planning 
intervention with siblings of individuals with IDD, this study provides important insight for 
researchers and practitioners. In this chapter, I first revisit the theory of change. Then, I describe 
the findings related to the research questions. Notably, I purposefully limited the scope of the 
discussion given the small sample size of my pilot study. Then, I discuss three implications that 
should be considered in future research: (a) design, (b) refining the STEP program, and (c) 
potential for conducting online training. Subsequently, I identify the limitations of the study. I 
conclude with implications for future research and practice. 
Revisiting the Theory of Change  
 Based on the theory of change, I hypothesized that the STEP program would increase: 
(a) sibling participation in future planning activities and perceptions of empowerment; 
(b) knowledge of adult service delivery systems; (c) effective communication strategies and 
problem-solving strategies within families; and (d) the connectedness of siblings of individuals 
with IDD. Also, I hypothesized that the STEP program would be socially valid. With the 
exception of problem-solving strategies, the overall findings were consistent with the expected 
outcomes noted in the theory of change. Following the STEP program, participants demonstrated 




delivery systems, family communication, and connectedness among siblings of individuals with 
IDD. With respect to social validity, overall, participants were satisfied with the STEP program 
and offered specific recommendations to improve future STEP trainings.  
Bioecological Theoretical Framework 
 The current study is based on bioecological framework by Bronfenbrenner (1979). The 
STEP program was developed to incorporate the four levels of environmental systems: 
microsystem, mesosystem, exosystem, and macrosystem. Specifically, the STEP program was 
designed to: provide sibling peer support (microsystem); build awareness of local resources 
(mesosystem); promote communication among family members (mesosystem); provide 
information about the adult services delivery system (exosystem); and promote understanding of 
disability policies (macrosystem). After participating in the STEP program, siblings reported 
positive outcomes across all environmental levels.  
Family Communication 
 Both quantitative (i.e., one of the communication subscales) and qualitative data 
suggested that participants demonstrated greater family communication after participating in the 
STEP program. Notably, the main outcome of the study was the development of the LOI (Heller 
& Caldwell, 2006). To complete the LOI, family communication was required. Thus, the LOI 
may have facilitated this outcome. In alignment with prior studies, future planning instruments 
may facilitate family communication (Craig & Cartwright, 2005; Reilly & Conliffe, 2002). 
However, the aforementioned prior studies focused on parents of adults with IDD. This study 
extends the literature by suggesting that a future planning instrument can facilitate family 




poignant given that siblings often report being excluded from conversations about future 
planning (Chambers et al., 2004; Coyle et al., 2014; Heller & Kramer, 2009; Rawson, 2010). 
 Further, this study suggests that a future planning training may facilitate family 
communication including the individual with IDD. Previous studies suggest that individuals with 
IDD may be excluded from discussions about future planning (Burke et al., 2017). Exclusion of 
the individual with IDD may be due to parents being reluctant to discuss their mortality with 
their offspring with IDD (Chadwick et al., 2013). By including siblings in future planning 
trainings, siblings may be able to facilitate the involvement of their brothers/sisters with IDD in 
family discussions. Notably, siblings report that their parents are “over-protective” of their 
family members with IDD; siblings often perceive themselves (versus their parents) as being 
more encouraging of their family members with IDD fulfilling active roles in decision-making 
(Burke et al., 2019). Thus, involving siblings in future planning may lead to greater involvement 
of individuals with IDD in family discussions. 
 Interestingly, siblings reported changes only via the communication scale specific to 
future planning. On the other hand, the global measure of communication in the family (i.e., 
direct versus indirect communication; Epstein et al., 1983) was not significant. This finding 
implies that siblings may have greater opportunities to discuss future planning but their general 
communication may not be influenced. 
Knowledge 
 This study also suggests that the STEP program may facilitate greater knowledge about 
adult service delivery systems. Knowledge of adult service delivery systems is critical to 
improve post-school outcomes for individuals with IDD (Taylor et al., 2017). However, none of 




2006) examined or aimed to improve knowledge about adult services. Thus, this study 
contributes to the literature by suggesting that participation in a future planning intervention may 
facilitate greater knowledge about adult services.   
 Notably, the participants reported wanting more time and content about adult services. 
Specifically, the session about adult services was the only session wherein some participants 
requested more time. Further, participants requested that the STEP program address other facets 
of adult services (e.g., housing, employment). Interestingly, most siblings worked in a disability-
related field (i.e., special education, social work, physical therapy); however, they acknowledged 
their limited knowledge with respect to navigating adult service delivery systems. This finding is 
consistent with previous research suggesting the difficulty in learning about adult services 
(Arnold et al., 2012; Holl & Morano, 2014; Rawson, 2010; Tozer & Atkin, 2015). In future 
iterations of the STEP program, there may need to be more time and content allocated to adult 
services.  
Empowerment 
 Increased empowerment with respect to the family and services were reported as positive 
outcomes of the STEP program. Among siblings, empowerment is an important construct as 
siblings may feel disempowered across several contexts (e.g., feeling unable to voice their 
opinions in future planning or decision-making; Heller & Arnold, 2010). When individuals (e.g., 
siblings) are empowered, they respond to challenges (e.g., future planning) with optimism 
leading to better outcomes (Jones & Prinz, 2005). Interestingly, this study also found that 
siblings reported greater empowerment with respect to the family. This finding aligns with 
previous research indicating that greater family communication and empowerment may increase 




 Interestingly, the empowerment outcome was maintained at the follow-up survey. 
Notably, in previous sibling training programs, empowerment was not maintained in the follow-
up survey. For example, in a study of a sibling leadership program designed to increase 
empowerment and sibling connectedness, Burke and colleagues (2018) evaluated empowerment 
via a pre, post, and follow-up survey; the follow-up survey was conducted 6 months after the 
intervention. In comparison, in this study, the follow-up survey was completed 6 weeks after the 
intervention. Thus, if there had been a longer delay in the follow-up survey, it would be 
interesting to determine if empowerment maintained. To maintain empowerment, ongoing 
supports may be considered (Burke et al., 2018; Bigby et al., 2002; Bowey & McGlaughlin, 
2007; Chadwick et al., 2013).  
Connectedness 
 Finally, participants demonstrated increases in sibling connectedness. Although there are 
few interventions for siblings of adults with IDD (Hodapp et al., 2017), there are several 
interventions for parents of individuals with IDD (e.g., DaWalt et al., 2018; Taylor et al., 2017). 
In such interventions, it is common to use a cohort model to increase connectedness among 
parents of individuals with IDD (e.g., Parent-to-Parent program, Dodds & Singer, 2018; 
Volunteer Advocacy Program-Transition, Taylor et al., 2017). Indeed, the cohort model may 
offer greater benefits to participants due to the availability of peer support and increased 
connections within the disability community (Taylor et al., 2017). Given that siblings report 
wanting peer support (Arnold et al., 2012), this study suggests that offering an intervention via a 
cohort model may increase sibling connectedness.  
 Although the STEP program was limited to four sessions and, consequently, offered only 




disability agencies and sibling support groups in the future. Moving forward, it is important to 
discern whether siblings can continue to access peer support after the intervention (e.g., STEP) 
concludes. Notably, after completion of the program, almost half of the participants applied to 
become board members of sibling organizations. To sustain sibling connectedness, siblings may 
also consider participating in: disability conferences, sibling support groups (online or in-
person), and the Sibling Leadership Network. Regarding the latter, since 2007, the Sibling 
Leadership Network has sponsored biennial conferences targeting adult siblings of individuals 
with IDD (Heller & Schindler, 2009). 
Social Validity 
 This pilot study suggested that the STEP program had high social validity for siblings of 
individuals with IDD with respect to: goals, procedures, and outcomes.   
 Goals. Overall, siblings met their goals for the STEP program. In this study, siblings 
expected and fulfilled their goals to: receive information about adult service delivery systems; 
become empowered in future planning; and connect with other siblings. In previous studies, 
siblings have also reported wanting greater information and supports from the adult service 
delivery systems (Arnold et al., 2012; Heller & Kramer, 2009; Holl & Morano, 2014; Rawson, 
2010; Rossetti & Hall, 2015). Further, prior studies have found that siblings want to be 
empowered in future planning (Lee, Burke, & Stelter, in press) and to connect with siblings 
(Arnold et al., 2012). Thus, it seems that the STEP program may meet the goals of adult siblings 
of individuals with IDD.  
 Procedures. Participants reported positive perceptions of the logistics of the STEP 
program as demonstrated by: high attendance, low attrition, and satisfaction with the 




included detailed information across different domains of future planning (i.e., housing, legal and 
financial, post-secondary, and employment). In addition, providing participants two options for 
the day/time of the STEP training helped ensured the accessibility of the program.  
However, it should be noted that it was difficult to recruit sibling participants. Indeed, 
recruitment of siblings has been a notoriously difficult task (Heller & Caldwell, 2006; Hodapp et 
al., 2017). Further, it is difficult to recruit diverse and representative siblings (Hodapp et al., 
2017). In the current study, participants were mostly White and female, in their late 20s, and 
worked in a disability-related field. Thus, there are concerns about the generalizability of the 
sample. Although several attempts were made to increase the sample size (e.g., offering the 
STEP at two different dates/times), the sample size was still small. In future research, the STEP 
may need to be offered by a disability agency that has access to the sibling population. For 
example, in a study of a parent advocacy training, the training was replicated across a southern 
state by having the Parent Training and Information Center and The Arc state chapters 
implement the training (Burke, Mello, & Goldman, 2016). By using established disability 
agencies to conduct the training, it may be easier to recruit participants. Thus, collaborating with 
local agencies or the state chapter of Sibling Leadership Network may be considered to increase 
the sample for future STEP trainings.   
 Outcomes. Overall, siblings were satisfied with the outcomes from the STEP program. 
Most siblings began conducting legal and financial planning (i.e., LOI), consulting with 
professionals, and communicating with their parents and their brothers or sisters with IDD about 
future planning. The LOI (i.e., a tangible future planning tool) may have served as a catalyst for 
this outcome (Heller & Caldwell, 2006). However, future planning is an ongoing process 




(DeBrine, Caldwell, Factor, & Heller, 2003). Given that only 6 weeks lapsed between the end of 
the STEP program and the follow-up survey and interview, future research may need to include 
more distal measures as it takes time to see changes in future planning (Burke et al., 2017).  
 In addition, to improve outcomes, the STEP program may need to include ongoing 
supports. In previous studies, ongoing supports have been critical to improve transition planning 
among individuals with IDD and their family members (Bowey & McGlaughlin, 2007; 
Degeneffe, 2015; Francis, Regester, & Reed, 2018; Morningstar et al., 1995). Ongoing supports 
may include: sending out reminders to update future planning documents, distributing monthly 
information newsletters about future planning, hosting monthly gatherings to check-in with 
families, and providing a social media space to connect with other siblings.  
Limitations 
 Although the findings of the current pilot study are promising, it is important to 
acknowledge this study’s limitations. In this section, I describe five limitations of this study with 
regard to methodology, generalization, and social validity. First, it was difficult to recruit sibling 
participants. As a result, the sample size for this study was small (N = 11). Also, the sample was 
primarily: female, White, highly educated, and worked in the disability field. Although 
consistent with previous sibling research (Hodapp et al., 2017), the lack of diversity is 
particularly problematic as minority (versus White) siblings are significantly more likely to be 
caregivers (Sonik et al., 2016). Due to the lack of diversity (i.e., male siblings, African-American 
siblings), findings may not be generalized to individuals from other backgrounds. Despite the 
small sample size and subsequent lack of power, the quantitative findings were triangulated with 




are promising in terms of the effectiveness of STEP. Also, the findings are critical for informing 
revisions to the STEP program.  
 Second, this study employed a single intervention group study (i.e., no control group) 
using pre, post, and follow-up surveys. Because there was no control group, changes in the 
dependent variables cannot be attributed to the intervention (i.e., the STEP program). For future 
research, it is necessary to conduct an RCT to determine if changes in the outcomes differ 
between the intervention and control groups.  Further, given the small sample size, mediators and 
moderators could not be tested in this study. For example, active coping styles could be 
mediators to future planning (Dardas & Ahmad, 2015; Hodapp, Glidden, & Kaiser, 2005). In 
addition, there was a demographic difference between the two cohorts. Specifically, one cohort 
had, on average, larger household incomes. There could be other differences between the cohorts 
(e.g., the severity of the disability, parental attitude, age). Further, there could have been 
different dynamics between the cohorts. Future research should include an intervention and 
control group as well as identify and control for differences in baseline among cohorts.   
 Third, I was the trainer for the STEP program. As the primary researcher and the 
facilitator for the STEP sessions, I could not collect detailed field notes (e.g., participants’ 
discussion) during each session. Instead, I collected field notes during the breaks and after the 
session. Indeed, field notes would help inform future revisions to the STEP program. Also, 
because I was the trainer, it is unclear whether the STEP program could be delivered by a 
disability agency (i.e., an agency that did not develop the curriculum). Future research should 
include testing the STEP program being delivered by a non-author of the STEP program—this 




 Fourth, data analytic tracking was not available to confirm the attendance for video-
recorded sessions on the STEP site. I relied on the self-reports of participants about watching 
video-recorded sessions. Thus, I do not know whether participants actually watched the full-
length of the session. To ensure the attendance of the training, future research may include data 
analytic tracking for video-recoded sessions.  
 Lastly, the length of the training was short. The STEP training was delivered via 8 hours 
of instruction across 4 weeks. Following the program, five participants suggested increasing the 
duration of the STEP program (e.g., 2 hours per week across 6 to 8 weeks). This is an important 
recommendation to consider for future iterations of the STEP program. Specifically, future STEP 
sessions may require additional time for participants to receive detailed information about adult 
service delivery systems.  
 Despite these limitations, this study adds to our understanding of future planning among 
adult siblings of individuals with IDD. Specifically, this study extends our knowledge about: 
developing future planning interventions for adult siblings, the impact of an intervention on 
siblings of individuals with IDD, and the information and skills that siblings need during future 
planning.  
Implications for Future Research 
 The STEP program should be tested with a bigger sample and more rigorous research 
design. Specifically, a RCT should be conducted to determine the effectiveness of the STEP 
program. An RCT can help determine causal inferences to understand the effectiveness of the 
STEP program (Shadish et al., 2002). Specifically, by randomizing participants to an 
intervention and control group, an RCT can help attribute changes in outcomes to the STEP 




effective. However, before an RCT, the STEP program should be refined and those refinements 
should be tested via pilot studies. Fraser and Galinsky (2010) developed a five-step model for 
developing and testing an intervention: (a) develop a theoretical framework based on problems; 
(b) design intervention materials and measures; (c) confirm and refine program components by 
measuring efficacy; (d) examine effectiveness in a variety of settings; and (e) disseminate 
program findings and materials. Thus, following this model and before conducting an RCT, I 
should, for example, comparing STEP sessions delivered via in-person versus online.  
 Related to the effectiveness of the STEP program, future research may include more 
reliable measures. In this study, the FAD communication scale (Epstein et al., 1983) and future 
planning activities scale (Heller & Caldwell, 2006) had low (but still acceptable) reliability. 
Future research may employ different scales to measure family communication. Given its low 
reliability, it may not capture the quality of family communication or communication with 
individuals with IDD in future planning.  
 Implications for Practice 
 Before the next iteration of the STEP program, practitioners should consider refining the 
program based on feedback from this study. Specifically, the STEP program needs to be refined 
in terms of length and topics. With regard to the length of the training, practitioners may consider 
longer sessions (i.e., 6 weeks or 8 weeks). By having more time, the STEP program can deliver 
other important topics (e.g., housing, employment). Regarding topics, practitioners may add 
content about housing and employment to the STEP curriculum.  
 Practitioners may also consider offering the STEP program online. Indeed, many of the 
potential participants were not from Illinois; as such, they could not participate the STEP 




(Heller & Kramer, 2009). In a previous study, Gettings, Franco, and Santosh (2015) conducted 
sibling support groups by combining face-to-face sessions and audio-conferencing sessions. 
Although siblings preferred face-to-face sessions, they reported that audio-conferencing sessions 
were: adequate, feasible, and sufficient. By offering the STEP program online, more siblings 
could participate in the intervention.  
 In addition, practitioners should consider including all family members—siblings, 
parents, and individuals with IDD—in future planning trainings (e.g., the STEP program). To 
date, none of the extant future planning intervention studies have included all family members in 
their interventions (DaWalt et al., 2018; Heller & Caldwell, 2006; Taylor et al., 2017). With 
respect to the STEP program, practitioners may consider inviting parents and their brothers and 
sisters with IDD to attend a few sessions.  
 Most sibling participants reported that this study was their first sibling-targeted training. 
Indeed, there are limited services and supports for adult siblings of individuals with IDD in the 
community. The most well-known program for siblings is Sibshop (Meyer & Vadasy, 1994), 
which targets young siblings (i.e., aged 5-12) of individuals with IDD. Thus, this study suggests 
that practitioners could deliver a training program (e.g., STEP program) to meet the needs of 
adult siblings of individuals with IDD (Burke et al., 2018).   
Conclusion 
 Given the longer lifespans of individuals with IDD, it is necessary to address the roles of 
siblings who may become caregivers or supporters for their brothers and sisters with IDD. 
Unfortunately, many families have not included siblings in future planning; siblings report 
struggling to learn about adult services and to participate in future planning (Heller & Arnold, 




that could enhance: sibling participation in future planning, empowerment, and connectedness. 
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Screening Script for Determining Eligibility for The Study 
Hello, (Name of interested individual). My name is Chung eun Lee and I am a researcher at the 
University of Illinois at Urbana-Champaign. You recently indicated that you would like to 
participate in our training about future planning. I am emailing (calling) to follow-up with you. 
Again, the study is completely voluntary. You can choose not to participate at any time. All 
responses will be kept confidential.  
To ensure that this training will be relevant to you, let me ask you a few questions.  
• Are you over 18 years of age and the sibling of an adult with a disability?  
• (If yes) What is your sibling’s type of disability?  
• (If the disability is an IDD) Sounds great. Have you participated in any of future planning 
workshops or trainings before?  
• (If no) Great. Are you willing to attend four training sessions about future planning?  
• (If yes) Terrific, we will enroll you in the study.  
• (If no to either of the above questions) “Thank you for your time.” 
 








Dear Prospective Participant, 
 
My name is Chung eun Lee and I am a doctoral candidate in the department of Special Education 
at the University of Illinois, Urbana-Champaign. My advisor and responsible Principal 
Investigator for this project is Dr. Meghan Burke. We are conducting a research study to 
examine the effectiveness of STEP (Sibling Training for Early future Planning) program for 
siblings of intellectual and developmental disabilities (IDD). As a sibling of an individual with 
IDD, you can provide valuable information from your own experiences. Your insight can help 
shape future development of STEP as well as future practices for other siblings. The potential 
benefits of this study include: increased knowledge of the service delivery system for adults with 
IDD, increased future planning, and greater connectedness with other siblings of individuals with 
IDD. Joining this study is completely voluntary. During this study, you will be involved in the 
following procedures: 
 
(a) Surveys: First, we would like for you to provide some background information about you and 
your family by completing a set of surveys. You will be asked to complete a pre, post, and 
follow-up surveys before and after the training program. The surveys will take about 20 minutes 
to complete; the same survey will need to be completed three times throughout the project. 
Specifically, you will take pre-survey before the training, a post-survey four weeks later, and a 
follow-up survey 6 weeks later. The surveys will include topics about future planning, 
empowerment, and knowledge about adult service system. Lastly, you will take formative and 
summative evaluation to provide feedback about the training. 
 
(b) Sibling Training for Early Future Planning (STEP Training): During the training, you will 
participate in a two-hour, weekly training session for four-weeks (total 8 hours). Topics covered 
during the training will include information about the adult service delivery system (e.g., family 
and medical leave), barriers to future planning, ways to communicate effectively within your 
families, and strategies to feel empowered.  
 
(c) Individual interview: You will be interviewed after the completion of the program for 
approximately 30-45 minutes, at a time and location that is most convenient for you. Questions 
will include: “Did you notice any changes in your family since the program began?”; “What 
would you change about the program?”; and “Describe your overall perspective on the outcomes 
of the program for you, your family, and your brothers and sisters with IDD.” These interviews 





Joining this study is completely voluntary. If you participate in the study, you will receive $100 
in compensation. Specifically, you will receive a $20 gift card at the completion of the each 
session; after you complete the individual interview and follow-up survey, you will receive 
another $20 gift card. If you withdraw from the study, you will be partially compensated based 
on the study procedures you have completed. Your privacy or confidentiality can be assured.  
Notes, tapes, and transcriptions collected during this study will be kept in a secure location for 
three years and then destroyed. Your name and any other identifying information will not appear 
in the journal publications, conferences, or any related dissemination materials. When this 
research is discussed or published, no one will know that you were in the study.  However, laws 
and university rules might require us to tell certain people about you.  For example, your records 
from this research may be seen or copied by the following people or groups: a) Representatives 
of the university committee and office that reviews and approves research studies, the 
Institutional Review Board (IRB) and Office for Protection of Research Subjects; or b) Other 
representatives of the state and university responsible for ethical, regulatory, or financial 
oversight of research. 
 
The researchers who are involved in this study are the only people who will have access to the 
original data.  There are minimal risks to you as a participant in this study. It means that there are 
not anticipated to be any risks beyond those that exist in daily life. It is possible that you may 
feel uncomfortable during the training. Every effort will be made to ensure that you are 
comfortable and at ease if it is necessary during interviews. You may refuse to participate or may 
discontinue participation at any time during the project without penalty.   
 
If you have questions or concerns about this study, please contact Chung eun Lee (202-390-
7690; celee@illinois.edu) or Dr. Meghan Burke (217-300-1226; meghanbm@illinois.edu). If 
you feel you have not been treated according to the descriptions in this form, or if you have any 
questions about your rights as a research subject, including questions, concerns, complaints, or to 




If you are willing to participate in this study, please sign this consent form and return it to Chung 
eun Lee. You will be provided with a copy of this consent form for your records. Thank you for 
considering participating in this important study. 
 
By checking below, I certify that I am 18 years of age or older and I have read and understand 

































STEP Program Timeline 
The table below details the: estimated date, activities of this study, the person responsible 
for the activities, and the outcomes of the activity. I will be in charge of coordinating all of the 
activities while receiving advice from a faculty member (i.e., Dr. Burke). Further, IllinoisSIBS 
will support recruiting participants and professionals (i.e., attorney, sibling panels) for the 
sessions. In addition, WisconSib, a non-profit organization that supports siblings of individuals 
with disabilities, will review the curriculum. Graduate students will assist with activities marked 




July, 2018 - IRB approval 
- Finish adaptations for a curriculum 
- Create fidelity forms 
 





- Preliminary Oral Exam 
(proposal) 
- Review of curriculum by 10 
siblings and the SLN and 
WisconSibs 
 







- Begin recruiting participants 
 





- Conduct pre-surveys 
- Input survey data 
- Start the STEP program 
(intervention group) 
- Collect formative evaluation data 
 
PI Retain Participants 
for training; 11 pre-

















- Complete the STEP program 
(intervention group) 
- Collect post surveys 
- Collect summative evaluation data 
- Conduct individual interviews* 
- Analyze evaluation data 
 
PI; Dr. Burke; 
Graduate 
student 






- Transcribe individual interviews* 











- Collect follow-up survey data 
- Clean pre/post/follow-up survey 
dataset 
- Analyze pre/post/follow-up survey 
dataset 
-Analyze individual interviews 
 
PI; Dr. Burke; 
Graduate 
student 
11 follow-up surveys; 





-Analyze individual interviews 
-Write up Chapter 4 and 5 
 




















First of all, thank you for participating in our sibling future planning program. 
  
Dear Prospective Participant, 
 
My name is Chung eun Lee and I am a doctoral candidate in the department of Special Education 
at the University of Illinois, Urbana-Champaign. My advisor and responsible Principal 
Investigator for this project is Dr. Meghan Burke. We are conducting a research study to 
examine the effectiveness of Sibling Training for Early future Planning program for siblings of 
intellectual and developmental disabilities (IDD). As a sibling of an individual with IDD, you 
can provide valuable information from your own experiences. Your insight can help shape future 
development of STEP as well as future practices for other siblings. The potential benefits of this 
study include: increased knowledge of the service delivery system for adults with IDD, increased 
future planning, and greater connectedness with other siblings of individuals with IDD. Joining 
this study is completely voluntary. During this study, you will be involved in the following 
procedures: 
 
(a) Surveys: First, we would like for you to provide some background information about you and 
your family by completing a set of surveys. You will be asked to complete a pre, post, and 
follow-up surveys before and after the training program. The surveys will take about 20 minutes 
to complete; the same survey will need to be completed three times throughout the project. 
Specifically, you will take pre-survey before the training, a post-survey four weeks later, and a 
follow-up survey 3 months later. The surveys will include topics about future planning, 
empowerment, and knowledge about adult service system. Lastly, you will take formative and 
summative evaluation to provide feedback about the training. 
 
(b) Sibling Training for Early Future Planning (STEP Training): During the training, you will 
participate in a two-hour, weekly training session for four-weeks (total 8 hours). Topics covered 
during the training will include information about the adult service delivery system (e.g., family 
and medical leave), barriers to future planning, ways to communicate effectively within your 
families, and strategies to feel empowered.  
 
(c) Individual interview: You will be interviewed after the completion of the program for 
approximately 30-45 minutes, at a time and location that is most convenient for you. Questions 
will include: “Did you notice any changes in your family since the program began?”; “What 
would you change about the program?”; and “Describe your overall perspective on the outcomes 
of the program for you, your family, and your brothers and sisters with IDD.” These interviews 
will be audio-recorded. 
 
Joining this study is completely voluntary. If you participate in the study, you will receive $100 




session; after you complete the individual interview and follow-up survey, you will receive 
another $20 gift card. If you withdraw from the study, you will be partially compensated based 
on the study procedures you have completed. Your privacy or confidentiality can be assured.  
Notes, tapes, and transcriptions collected during this study will be kept in a secure location for 
three years and then destroyed. Your name and any other identifying information will not appear 
in the journal publications, conferences, or any related dissemination materials. When this 
research is discussed or published, no one will know that you were in the study.  However, laws 
and university rules might require us to tell certain people about you.  For example, your records 
from this research may be seen or copied by the following people or groups: a) Representatives 
of the university committee and office that reviews and approves research studies, the 
Institutional Review Board (IRB) and Office for Protection of Research Subjects; or b) Other 
representatives of the state and university responsible for ethical, regulatory, or financial 
oversight of research. 
 
The researchers who are involved in this study are the only people who will have access to the 
original data.  There are minimal risks to you as a participant in this study. It means that there are 
not anticipated to be any risks beyond those that exist in daily life. It is possible that you may 
feel uncomfortable during the training. Every effort will be made to ensure that you are 
comfortable and at ease if it is necessary during interviews. You may refuse to participate or may 
discontinue participation at any time during the project without penalty.   
 
If you have questions or concerns about this study, please contact Chung eun Lee (202-390-
7690; celee@illinois.edu) or Dr. Meghan Burke (217-300-1226; meghanbm@illinois.edu). If 
you feel you have not been treated according to the descriptions in this form, or if you have any 
questions about your rights as a research subject, including questions, concerns, complaints, or to 
offer input, you may e-mail the Office for the Protection of Research Subjects (OPRS) at 
irb@illinois.edu. You may call these numbers collect if you identify yourself as a research 
participant.  
You will be provided with a copy of this consent form for your records. Thank you for 
considering participating in this important study.  
 
By checking below, I certify that I am 18 years of age or older and I have read 
and understand the above consent form and voluntarily agree to participate in this audio-recorded 
interview and video-taped testimonial. 
 














Part 1-1: Information about You 
 











2. In what year were you born?  
Answer: 
 
3. Which gender do you identify as?  
o Male 
o Female 
o Other (Please Specify:  
 
4. What is your current marital status? 
o Married 
o Not married 
 
5. What is your highest level of education? 
o Some high school o High school degree  o Some college o 4 year degree 
o Graduate/ Professional Degree 
 




7. What is the overall annual income within your household? 
o Less than 15,000 o 15,000 -29,000 o 30,000 -49,000 o 50,000 -69,000 
o 70,000 -99,000 o Over 100,000   
 
8. Which ethnicity are you? 
o White o Hispanic o African-American o Asian 





9. How many siblings are in your family (including brother or sister with a disability)? 
o 2 o 3 o 4 o 5  
o 6 o 7 or more    
 
	
Part 1-2: Information about Your Family Member with a Disability 
 
10. How old is your brother or sister with a disability?   
Answer: 
 
11. What is the gender of your brother/sister with a disability?  
o Male 
o Female 
o Other (Please Specify:  
 

















o Other—Please Describe:                               
	
13. Currently, where does your brother/sister with a disability live?  
o In parent’s home o With you or with 
another family member 
o In a group home with 
less than 4 people 
o In a group 
home with 4-
16 people 
o In an intermediate care facility, institution, or large group home (more than 16 people)  
o Independently 
o Independently with supports 
o Other—Please Describe:                               
	
	
Part 2: Information about Current Future Planning of Your Family 
 
14. Tell us about future planning on behalf of your brother/sister with a disability. The questions 
below describe various activities related to future planning and your involvement, or barriers to 




Have you or your family:  
 No Yes Don’t 
know 
Created and shared a letter of intent (a letter of intent is a non-legal 
binding document that contains important information about the 
individual with a disability, their family, and their desires for the 
future)? 
   
Located an attorney knowledgeable about disability issues?     
Established legal guardianship for your sibling with a disability?    
Established powers of attorney for health care and/or property?    
Established a special needs trust?    
Identified a successor to follow the current family caregiver?    
Looked into a residential program for your sibling with a disability?     
Taken proactive steps toward securing a residential placement for 
your brother or sister with a disability?  
   
Made residential plans for/with your brother or sister with a 
disability?  
   
Discussed future plans with your brother or sister with a disability?    
Discussed future plans for your brother or sister with a disability 
with the entire family? 
   
 
Part 3-1. Communication & Problem-solving skills 
 




Disagree Agree Strongly 
agree 
We usually act on our decisions regarding 
problems.  
    
After our family tries to solve a problem, we 
usually discuss whether it worked or not.  
    
We resolve most emotional upsets that come up.      
We confront problems involving feelings.      
We try to think of different ways to solve 
problems 
    
When someone is upset the others know why.      
You can't tell how a person is feeling from what 
they are saying.  
    
People come right out and say things instead of 
hinting at them.  
    
We are frank with each other.      
We don't talk to each other when we are angry.      
When we don't like what someone has done, we 
tell them 











I have a good idea when and how my parents plan to place my 
brother/sister with a disability 
   
My family and I have discussed the issue of permanency planning 
at some length 
   
 
 
Part 3-2. Family Empowerment 
 
16. Below are statements that describe how family member of an individual with a disability may 
feel about his or her situation.  For each statement, please circle the response that best described 

















When problems arise with my sibling, I 
handle them pretty well 
     
I feel confident in my ability to help my 
sibling grow and develop 
     
I know what to do when problems arise 
with my sibling 
     
I feel my family life is under control      
I am able to get information to help me 
better understand my sibling 
     
I believe I can solve problems with my 
sibling when they happen 
     
When I need help with problems in my 
family, I am able to ask for help from 
others 
     
I make efforts to learn new ways to help 
my sibling grow and develop 
     
When dealing with my sibling, I focus on 
the good things as well as the problems 
     
When faced with a problem involving my 
sibling, I decide what to do and then do it 
     
I have a good understanding of my 
sibling’s disorders 
     
I fell I am a good sibling      
I feel that I have a right to approve all 
services my sibling receives 
     
I know the steps to take when I am 
concerned my sibling is receiving poor 
services 




I make sure that professionals understand 
my opinions about what services my 
sibling needs 
     
I am able to make good decisions about 
what services my sibling needs 
     
I am able to work with agencies and 
professionals to decide what services my 
sibling needs 
     
I make sure I stay in regular contact with 
professionals who are providing services to 
my sibling 
     
My opinion is just as important as 
professionals’ opinions in deciding what 
services my sibling needs 
     
I tell professionals what I think about 
services being provided to my sibling  
     
I know what services my sibling needs      
When necessary, I take the initiative in 
looking for services for my sibling and 
family 
     
I have a good understanding of the services 
system that my sibling is involved in. 
     
Professionals should ask me what services 
I want for my sibling 
     
 
	
Part 4. Knowledge of the Adult Service Delivery System 
 
17. The next set of questions are about policies related to adults with disabilities. Please choose 
the correct response.	
	






2. Seeking guardianship of an individual with a disability should be a last resort, and sought 







3. With respect to Social Security Income, what are your options if your sibling cannot 
manage his/her finances?  
o Become a guardian 
o Become a conservator 
o Become a representative payee 
o Informally manage your child’s finances 
 
4. Which of the following is NOT a requirement for SSI? 
 o To meet the disability eligibility criteria 
 o To not be able to work at a substantial level 
 o To have less than $2,000 in countable resources 
 o To have an intellectual disability 
 
5. Under the current provisions for Medicaid, which of the following does an individual 
need to receive funding and services under the Medicaid waiver?  
o An intellectual disability and/or developmental disability 
o A severe disability  
o A disability that requires support services 
 
6. Which of the following is the MOST restrictive form of decision-making ability you 
could have for your sibling?  
o Representative Payee 
o Guardianship 
o Durable Power of Attorney 
o Healthcare surrogate 
 




8. How much length leave that you get underf Family Medical Leave Act?  
o Under FMLA, you can take up to 12 workweeks of unpaid leave during any 12-month 
period. 
o Under FMLA, you can take up to 12 workweeks of unpaid leave and 12 workweeks of 
paid leave during any 12-month period. 
o Under FMLA, you can take up to 6 workweeks of unpaid leave and 6 workweeks of 
paid leave during any 12-month period. 







9. Which of the following is NOT true in terms of Family Medical Leave Act? 
o You are eligible for this leave if you have total cumulative service of at least one year 
and have worked at least 1250 hours during the previous 12 months. 
o Most leaves will be continuous, some leaves may be intermittent 
o Siblings may be acting in loco parentis for their brothers and sisters with disabilities 
who meet the definition of “child” based on their disability.  
o Guardianship, conservatorship, power of attorney, or any other legal relationship is 
required for siblings to be eligible for FMLA under in loco parentis 
 
10.   What pays for most long-term care? 
o Medicare 
o Medicaid 
o Private insurance 
o Out-of-pocket spending 
	
	
Part 5. Connectedness 
 
18. This is the last set of questions! To what extent do you feel that you are an “insider” in the 
sibling disability community in your local area? For each statement, please mark the response 














belong to local disability organization      
devote your time to disability-related groups, 
causes, or activities 
     
serve on boards or committees, or perform 
other leadership roles for one or more 
disability organization 
     
know what is going on in terms of your area’s 
disability initiatives or activities 
     
receive newsletters, e-mail alerts, or other 
written information from one or more 
disability organization 
     
belong to listservs, facebook groups, 
chatrooms, or other disability-related social 
media 
     
have friends or socialize with other siblings of 
individuals with disabilities 












20. When works best for you to participate in training? Check all that apply.   
o Mon 6-8pm 
o Tues 6-8pm 
o Wed 6-8pm  
o Thur 6-8pm 







Post-, and Follow-up Survey 
Part 1: Information about Current Future Planning of Your Family 
 
1. Tell us about future planning on behalf of your brother/sister with a disability. The questions 
below describe various activities related to future planning and your involvement, or barriers to 
involvement, in these activities.  
 
Have you or your family:  
 No Yes Don’t 
know 
Created and shared a letter of intent (a letter of intent is a non-legal 
binding document that contains important information about the 
individual with a disability, their family, and their desires for the 
future)? 
   
Located an attorney knowledgeable about disability issues?     
Established legal guardianship for your sibling with a disability?    
Established powers of attorney for health care and/or property?    
Established a special needs trust?    
Identified a successor to follow the current family caregiver?    
Looked into a residential program for your sibling with a disability?     
Taken proactive steps toward securing a residential placement for 
your brother or sister with a disability?  
   
Made residential plans for/with your brother or sister with a 
disability?  
   
Discussed future plans with your brother or sister with a disability?    
Discussed future plans for your brother or sister with a disability 
with the entire family? 
   
 
Part 2. Communication & Problem-solving skills 
 




Disagree Agree Strongly 
agree 
We usually act on our decisions regarding 
problems.  
    
After our family tries to solve a problem, we 
usually discuss whether it worked or not.  
    
We resolve most emotional upsets that come up.      
We confront problems involving feelings.      
We try to think of different ways to solve 
problems 
    




You can't tell how a person is feeling from what 
they are saying.  
    
People come right out and say things instead of 
hinting at them.  
    
We are frank with each other.      
We don't talk to each other when we are angry.      
When we don't like what someone has done, we 
tell them 









I have a good idea when and how my parents plan to place my 
brother/sister with a disability 
   
My family and I have discussed the issue of permanency planning 
at some length 
   
 
 
Part 3. Family Empowerment 
 
3. Below are statements that describe how family member of an individual with a disability may 
feel about his or her situation.  For each statement, please circle the response that best described 

















When problems arise with my sibling, I 
handle them pretty well 
     
I feel confident in my ability to help my 
sibling grow and develop 
     
I know what to do when problems arise 
with my sibling 
     
I feel my family life is under control      
I am able to get information to help me 
better understand my sibling 
     
I believe I can solve problems with my 
sibling when they happen 
     
When I need help with problems in my 
family, I am able to ask for help from 
others 
     
I make efforts to learn new ways to help 
my sibling grow and develop 
     
When dealing with my sibling, I focus on 
the good things as well as the problems 




When faced with a problem involving my 
sibling, I decide what to do and then do it 
     
I have a good understanding of my 
sibling’s disorders 
     
I fell I am a good sibling      
I feel that I have a right to approve all 
services my sibling receives 
     
I know the steps to take when I am 
concerned my sibling is receiving poor 
services 
     
I make sure that professionals understand 
my opinions about what services my 
sibling needs 
     
I am able to make good decisions about 
what services my sibling needs 
     
I am able to work with agencies and 
professionals to decide what services my 
sibling needs 
     
I make sure I stay in regular contact with 
professionals who are providing services 
to my sibling 
     
My opinion is just as important as 
professionals’ opinions in deciding what 
services my sibling needs 
     
I tell professionals what I think about 
services being provided to my sibling  
     
I know what services my sibling needs      
When necessary, I take the initiative in 
looking for services for my sibling and 
family 
     
I have a good understanding of the 
services system that my sibling is 
involved in. 
     
Professionals should ask me what services 
I want for my sibling 
     
 
	
Part 4. Knowledge of the Adult Service Delivery Systems 
 
4. The next set of questions are about policies related to adults with disabilities. Please choose 
the correct response.	








2. Seeking guardianship of an individual with a disability should be a last resort, and sought 




3. With respect to Social Security Income, what are your options if your sibling cannot 
manage his/her finances?  
o Become a guardian 
o Become a conservator 
o Become a representative payee 
o Informally manage your child’s finances 
 
4. Which of the following is NOT a requirement for SSI? 
 o To meet the disability eligibility criteria 
 o To not be able to work at a substantial level 
 o To have less than $2,000 in countable resources 
 o To have an intellectual disability 
 
5. Under the current provisions for Medicaid, which of the following does an individual 
need to receive funding and services under the Medicaid waiver?  
o An intellectual disability and/or developmental disability 
o A severe disability  
o A disability that requires support services 
 
6. Which of the following is the MOST restrictive form of decision-making ability you 
could have for your sibling?  
o Representative Payee 
o Guardianship 
o Durable Power of Attorney 
o Healthcare surrogate 
 




8. How much length leave that you get under Family Medical Leave Act?  
o Under FMLA, you can take up to 12 workweeks of unpaid leave during any 12-month 
period. 
o Under FMLA, you can take up to 12 workweeks of unpaid leave and 12 workweeks of 
paid leave during any 12-month period. 
o Under FMLA, you can take up to 6 workweeks of unpaid leave and 6 workweeks of 
paid leave during any 12-month period. 






9. Which of the following is NOT true in terms of Family Medical Leave Act? 
o You are eligible for this leave if you have total cumulative service of at least one year 
and have worked at least 1250 hours during the previous 12 months. 
o Most leaves will be continuous, some leaves may be intermittent 
o Siblings may be acting in loco parentis for their brothers and sisters with disabilities 
who meet the definition of “child” based on their disability.  
o Guardianship, conservatorship, power of attorney, or any other legal relationship is 
required for siblings to be eligible for FMLA under in loco parentis 
 
10. What pays for most long-term care? 
o Medicare 
o Medicaid 
o Private insurance 
o Out-of-pocket spending 
	
	
Part 5. Connectedness 
 
5. This is the last set of questions! To what extent do you feel that you are an “insider” in the 
sibling disability community in your local area? For each statement, please mark the response 














belong to local disability organization      
devote your time to disability-related groups, 
causes, or activities 
     
serve on boards or committees, or perform 
other leadership roles for one or more 
disability organization 
     
know what is going on in terms of your area’s 
disability initiatives or activities 
     
receive newsletters, e-mail alerts, or other 
written information from one or more 
disability organization 
     
belong to listservs, facebook groups, 
chatrooms, or other disability-related social 
media 
     
have friends or socialize with other siblings of 
individuals with disabilities 







Post-STEP Individual Interview Guide 
Thank you for participating in the Sibling Training for Early Future Planning training! During 
this interview, I am going to ask you some questions about your experiences during the training. 
 
1. Please share your overall views on the STEP training program. 
a. How did the program align with your needs? 
b. Describe the usefulness of the program 
c. How were you and your family impacted by the program?  
2. How has the STEP training impacted your future planning? 
a. How has the STEP training impacted your problem-solving skills? 
b. How has the STEP training impacted your communication with individuals within 
your family? 
c. How has the STEP training impacted your knowledge of the adult service delivery 
system?  
d. How has the STEP training impacted your empowerment to impact change for 
your brother/sister with IDD?  
3. How do you plan to stay in touch with other siblings you met during STEP or sibling 
support organization? 
a. Have you communicated with other participants or other siblings on future 
planning? 






Project STEP Manual 
STEP Session 1 
Goals: Orient siblings to group; develop an understanding of the needs of siblings of individuals 
with disabilities; identify barriers to future planning; specify the information included in a Letter 
of Intent; and assess current future plans 
 
Data Collection: Formative evaluation (session 1)  
Agenda: 
Welcome Activity: Name Tags (3 min)  
 As they arrive, siblings pick up their nametags. 
 
Group 1: Introductions (15 min)  
 The leader and siblings introduce themselves to one another. Leader discusses the basic 
structure of the STEP training and activities planned for the group. To help learn the names of 
each member of the group, siblings will fill out one page of the scrapbook which includes 
information about themselves and their brothers/sisters with disabilities. Each sibling will share a 
brief introduction and then share thire motivation to participate in the training.  
 
Group 2: Needs of siblings of individuals with disabilities (15 min) 
 The leader will explain the needs of siblings of individuals with disabilities. For example, 
the leader will talk about the roles of siblings, siblings’ feelings toward their brothers/sisters with 
IDD, and the importance of supporting siblings.  
 
Activity 1: Current Status of Future Plans (10 min) 
 Siblings will complete a mini assessment of future plans for their brothers/sisters with 
disabilities. Siblings share their reflections of the mini assessment with the whole group (e.g., 
What are the areas that you want to make progress in? What action will you take to increase your 
planning?) 
 
Break (5 min) 
 




 The leader provides 4-5 A to Z character cards to each group. The group should 
brainstorm and share a word that starts with the character card related to barriers to future 
planning. Here is a list of potential barriers.  
e.g. Accessibility to information/ staff/funds; Being overwhelmed with life/systems; Confused 
about changing laws, staff, funding; Dependency on companionship; Emotional toll on parents, 
siblings, self-advocate; Failures in past; Fear of future; Goals not clear; Health issues; 
Intimidated by professionals; Job consumes time -attitude “not my job”; Keeping things the 
same; Lack of trust; Motivation; Money; No time for preparation; Off putting . . . ”I’ll do it 
when..”; Procrastination; Perfectionism; Quality services not available; Readiness/Reluctance to 
talk; Separation from person with a disability; Terminology; Urgency not felt- waiting for crisis; 
Value of effort; Waiting for answers: Excuses, Yawn! Boring!; and Zucchini needs to be picked.  
 
Activity 3: Group Discussion (15 min) 
 The leader facilitates group discussion about the list using probing questions (e.g., What 
you have learned from your parent that makes you grateful?; What could your parent tell you that 
would help you feel more prepared for the future?).  
 
Group 3: Support Needs of Siblings (10 min) 
 The leader will share support needs of adult siblings of individuals with intellectual and 
developmental disabilities (see Heller & Kramer, 2009). 
 
Group 4: Introduction to Letter of Intent (10 min) 
 The leader will explain the features of the Letter of Intent. Then, the leader provides 
instructions about completing the Letter of Intent (assignment).  
  
Wrap-Up (10 min) 
 The leader will review the session and provide a preview of the next session. The leader 
reminds the siblings to bring questions related to guardianship or government benefits to the next 
session. The leader collects the formative evaluation sheets.  
 
STEP Session 2 
Goals: Discuss how to facilitate communication among family; apply problem-solving skills; 
discuss solidarity among siblings of individuals with disabilities 
 





Welcome Activity: Family life over the lifespan (5 min)  
 As siblings arrive, siblings fill out the workbook page for families life over the lifespan. 
 
Group 1: Group discussion (15 min) 
 The leader will facilitate the group discussion using the following questions: Have you 
ever talked to your parents about future planning for your brother or sister with a disability?; 
How do they react?; and How can you improve communication in your family? 
 
Group 2: Communication Strategies (15 min) 
 The leader will discuss the communication strategies when discussing future planning 
with their family members using What, When, How questions. The questions include: 
When/how often do you talk about it?; What do you talk about?; What would the future look 
like?; and How do you talk about it? The leader reviews examples of how to start future planning 
conversation with parents.  
 
Video-clip: Sibling Talking about the Importance of Communication (5 min) 
 A short video clip is presented to show the importance of communication among the 
family members. 
 
Activity 2: Problem-solving Case Scenarios (30 min) 
 The leader explains and demonstrates six steps of problem-solving skills. Then, the leader 
provides worksheets and scenarios to each group (2-3 people). Each group will identify the 
problem and possible solutions. Then, the whole group will share how to solve problems in 
different scenarios.  
 
Break (5 min) 
 
Group 3: Sibling Panel (40 min)  
 The leader will introduce a sibling panel to the group. The sibling panel will share their 
own family stories related to future planning. Siblings will ask questions.  
 
Wrap-Up (5 min) 
 The leader will review the session and provide a preview of the next session. The leader 
will ask the siblings to continue working on the Letter of Intent with family members. The leader 





STEP Session 3 
Goals: Increase knowledge with respect to legal and government benefits of future planning (i.e., 
guardianship, supported decision making, SSI/SSDI, Medicaid, FMLA) 
 
Data Collection: Formative evaluation (session 3)  
Agenda: 
Welcome Activity: (5 min)  
 As they arrive, siblings pick up their nametags. The leader provides a brief overview of 
the session.  
 
Group 1: Legal Information for Future Planning (60 min)  
 The leader introduces the first guest speaker (i.e., attorney) to siblings. The guest speaker 
will use his/her own PowerPoint slides to talk about legal information for future planning 
including different types of guardianship. The leader will facilitate siblings asking questions of 
the guest speaker.  
 
Break (5 min) 
 
Group 2:  Government Benefits Information for Future Planning (50 min) 
 The leader introduces the second guest speaker (i.e., Sibling Leadership Network Staff). 
The guest speaker will use STEP PowerPoint slides to talk about Medicaid, SSI, and Family 
Medical Leave Act. Some of the scenarios will be given during the presentation so siblings can 
apply their problem-solving skills.  
 
Wrap-Up (10 min) 
 The leader reviews the session and provides a preview of the next session. The leader 
asks siblings to keep working on the Letter of Intent and reminds them to bring it to the last 
session. The leader collects the formative evaluation sheets. 
 
STEP Session 4 
Goals: Share and present the Letter of Intent; learn how to connect to sibling groups 
 





Welcome Activity: Ball game (10 min) 
 All siblings stand in a circle. The leader gives instructions on how to play the game. For 
the first round, each person gives a ball the next person and says their own name. During the 
second round, one person throws the ball to another person saying their name. During the third 
round, a person starts throwing a ball to the same person saying their name with 3 balls in 
different places. After the game, siblings share their reflection on managing different 
responsibilities at the same time. 
 
Activity 1: Reflection from Letter of Intent (60 min) 
 Siblings will be asked to bring their Letter of Intent. Based on their Letter of Intent, 
siblings will be asked to draw their own family’s dream, nightmares, current future plans, and 
next steps. Each sibling will share their family’s goals in front of the group. Then, the leader will 
facilitate a group discussion about the Letter of Intent.  
 
Group 2: Top tips for Adult Siblings (5 min) 
 The leader will share 10 tips for adult siblings of individuals with IDD.  
 
Group 3: Sibling Connection (10 min) 
 The leader will provide information about how to connect to sibling groups. Sibling 
groups may include local sibling support groups, the SLN, and social networks (i.e., Facebook, 
Yahoo, and Twitter).  
 
Wrap-Up (10 min) 
 The leader asks siblings to fill out the post-survey, Letter of Intent, formative evaluation 
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Directions: Provide a check mark if the topic/activity was covered/conducted during the training. 
Session 1.  
Activities Check mark 
Explained the purpose of the training  
Explained the Letter of Intent   
Ice-breaker activity (Get to know each other)  
Discussion of the research study associated with the training  
Discussion of the barriers to future planning  
Assessed current future plans  
Other:  
 
Session 2.  
Activities Check mark 
Effective communication strategies  
Explained the steps of problem-solving skills    
Case scenarios using problem-solving skills  
Sibling Panels  
Other:  
 
Session 3.  
Activities Check mark 
Legal Guardianship, Power of Attorney    
Supported Decision making    
SSI/Medicaid waiver  






Session 4.  
Activities Check mark 
Shared reflection on writing a letter of intent  
Activity related to sibling multiple roles (3 balls)  
Top tips for adult siblings  









STEP Project: Session 1 Formative Evaluation 
1. How did you feel about this session? (Please circle) 
1_______________2____________3_______________4_______________5 
Very          Very 
Dissatisfied         Satisfied 
 
2. Check the appropriate number, using a scale of 1 (low) to 5 (high). 
During the session, I feel I have achieved the following objectives: 
        Low    High 
a) To understand the purpose of the training     1   2  3   4    5 
b) To identify the barriers to future planning     1   2  3   4    5 
c) To specify the information included in a Letter of Intent   1   2  3   4    5 
d) Assessed the current future plans      1   2  3   4    5 
 
Instructor 
    Excellent  Good       Fair        Poor 
Instructor Delivery        1       2         3           4 
Course Content              1       2         3           4 
Course Materials        1       2         3           4 
 
3. The session was:              Too short  o																						Just Right  o																						Too long  o	 
 
4. What was the most worthwhile aspect of this session? 
 
5. What improvements would you suggest? 
 




STEP Project: Session 2 Formative Evaluation 
1. How did you feel about this session? (Please circle) 
1_______________2____________3_______________4_______________5 
Very          Very 
Dissatisfied         Satisfied 
 
2. Check the appropriate number, using a scale of 1 (low) to 5 (high). 
During the session, I feel I have achieved the following objectives: 
        Low    High 
a) To learn how to facilitate family communication     1  2  3  4   5 
b) To apply problem-solving skills in life situation   1  2  3  4   5 
c) To understand I am not alone (solidarity)    1  2  3  4   5 
 
Instructor 
    Excellent  Good       Fair        Poor 
Instructor Delivery        1       2         3           4 
Course Content              1       2         3           4 
Course Materials        1       2         3           4 
 
3. The session was:              Too short  o																						Just Right  o																						Too long  o	 
 
4. What was the most worthwhile aspect of this session? 
 
 
5. What improvements would you suggest? 
 





STEP Project: Session 3 Formative Evaluation 
1. How did you feel about this session? (Please circle) 
1_______________2____________3_______________4_______________5 
Very          Very 
Dissatisfied         Satisfied 
 
2. Check the appropriate number, using a scale of 1 (low) to 5 (high). 
During the session, I feel I have achieved the following objectives: 
        Low    High 
a) To understand the legal guardianship    1  2  3  4   5 
b) To understand SSI/ Medicaid waiver    1  2  3  4   5 
c) To understand Family Medical Leave Act    1  2  3  4   5 
 
Instructor 
    Excellent  Good       Fair        Poor 
Guest Speaker Delivery       1       2         3           4 
Course Content              1       2         3           4 
Course Materials        1       2         3           4 
 
3. The session was:              Too short  o																						Just Right  o																						Too long  o	 
 
4. What was the most worthwhile aspect of this session? 
 
 
5. What improvements would you suggest? 
 
 





STEP Project: Session 4 Formative Evaluation 
1. How did you feel about this session? (Please circle) 
1_______________2____________3_______________4_______________5 
Very          Very 
Dissatisfied         Satisfied 
 
2. Check the appropriate number, using a scale of 1 (low) to 5 (high). 
During the session, I feel I have achieved the following objectives: 
        Low    High 
a) To complete a Letter of Intent     1  2  3  4   5 
b) To identify my family’s goal     1  2  3  4   5 
c) To know how to connect with other siblings   1  2  3  4   5 
 
Instructor 
    Excellent  Good       Fair        Poor 
Instructor Delivery          1       2         3           4 
Course Content              1       2         3           4 
Course Materials        1       2         3           4 
 
3. The session was:              Too short  o																						Just Right  o																						Too long  o	 
 
4. What was the most worthwhile aspect of this session? 
 
 
5. What improvements would you suggest? 
 
 






Summative Evaluation (Adapted from Burke, 2013) 
1. Content (Barriers to Future Planning, A Letter of Intent, Problem-solving skills, Guardianship, 
Government disability benefits, Sibling Panels) 
 
1-1. What did you think about the length of the each session? 
        Too short   o                      Just Right  o                     Too long  o 
 
1-2. How long does it take for your family to fill out the Letter of Intent? 
        Less than 2 hours  o      2 - 4 hours o        4-6 hours o        More than 6 hours o 
 
1-3. What did you think about the relevance of each of the topics? 
        Always Relevant o    Mostly Relevant o    Sometimes Relevant o   Rarely Relevant o 
 
1-4. What did you think about the sequence of the topics? 
Order made sense all of the time o 
Order made sense most of the time o 
Order made sense some of the time o 
Order rarely made sense o 
 
1-5. Are there any other topics that you think the training should cover? 
 
 







2-1. Was the time of the training convenient? 
Not at all convenient o 
Not convenient o 
Somewhat convenient o 
Convenient o 
Very Convenient o 
If not, what times do you suggest for training and why? 
2-2. Were the days of the week (Saturday) convenient for the training? 
Not at all convenient o 
Not convenient o 
Somewhat convenient o 
Convenient o 
Very Convenient o 
If not, what day you suggest for training and why? 
 
2-3. Was the accessibility to the location of the training convenient? 
Not at all convenient o 
Not convenient o 
Somewhat convenient o 
Convenient o 
Very Convenient o 
If not, do you have any suggestions for a different location for the training? 
 
2-4. Was the room comfortable? 
Not at all comfortable o 
Not comfortable o 
Somewhat comfortable o 
Comfortable o 
Very Comfortable o 










3-2. What would you have helped you to better planning for individuals with disabilities?  
 
 
3-3. Please indicate your degree of satisfaction with the training.  
Highly satisfied o    Satisfied o    Somewhat satisfied o   Not satisfied at all o 
 
 






3-5. What kind of ongoing support would better enable you to conduct future planning for 







3-6. Is there anything else you would like to say?		
	
